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ADULT MENTAL HEALTH ESSAY
Psychotic experiences (e.g. auditory hallucinations 
and delusions) are not understandable or meaningful. 
Critically discuss this statement and any implications
for treatment.
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INTRODUCTION
Many issues are potentially relevant to the consideration of whether psychotic 
experiences are understandable or meaningful. Only some of the more important are 
included in this discussion. To begin, the reader will be made familiar with the 
theories of Jaspers (first published 1913, translated 1963), an eminent early twentieth 
century psychiatrist whose work contributed greatly to this debate. Evidence that 
supports his ideas of the ununderstandibility of psychosis will be considered, as will 
more recent research that refutes some of the assumptions on which his theories are 
based. A brief description of the biological model of the development of psychosis 
(that renders psychotic experiences as meaningless) will ensue, followed by 
consideration of the stress-vulnerability and cognitive theories, that consider psychosis 
to be meaningful. Further evidence of our ability to understand psychosis will then be 
considered, covering the function of and variation in the experience of psychosis due 
to diversity of life experience. Finally the implications of the debate for treatment 
methods will be examined. The shift from the traditional reliance on medication to 
the use of psychological treatments will be described, as well as the importance of 
accepting the meaningfulness of psychotic experiences for the individual.
Before this discussion begins, it is important to consider the background of the author. 
The author’s education tends towards a psychological rather than biological 
understanding of disorder. Also, the author has had contact with people for whom a 
purely medical approach to psychosis has not been adequate in reducing distress. 
However, the material was approached with an open mind to understand how others 
have developed their ideas about whether psychotic experiences are understandable or 
meaningful. First, the reader is invited to consider what psychotic experiences will be 
included as well as what is meant by understandable and meaningful.
What are psychotic experiences?
Psychotic experiences can include a wide range of symptoms. For the purpose of this 
discussion two examples will be focussed on: hallucinations and delusions. A positive
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symptom that will not be discussed is thought disorder and negative symptoms such as 
flat affect and poverty of speech will also be omitted.
The American Psychiatric Association (APA) (1994) considers a delusion to be a 
false belief that persists despite contradictory evidence and that is not accepted by 
others of the same culture. Although their 1994 definition had already been modified 
to recognise a shift in thinking, some parts of it are still criticised. Many have 
discussed the well-known difficulty in defining delusions (for example, Chadwick, 
Birchwood and Trower, 1996) and a full discussion is beyond the realm of this essay. 
However, in order to reflect on whether delusions are understandable or meaningful, 
some consideration will be made of how one of the major theorists, Jaspers (1963) 
defined delusions.
An hallucmation is described by the APA (1994) as a sensory perception that occurs 
without the expected stimulation of the relevant sensory organ. The main type of 
hallucinations discussed will be auditory hallucinations.
What is meant by understandable and meaningful?
Although dictionaries define the word ‘meaningful’ differently to the word 
‘understandable’, in some ways they are related. By understanding a concept, we are 
able to grasp its meaning. In considering whether psychotic experiences are 
meaningful, we are pondering whether they hold value for the individual and therefore 
the therapist. In this discussion, the two words will be taken as referring to similar 
concepts. Again, it would involve a great deal more than this discussion can provide 
to go into the terminology in detail; however, it is useful to begin by considering 
Jaspers’ (1963) ideas about the concept of understandability.
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ARE PSYCHOSES QUALITATIVELY DIFFERENT TO OTHER
EXPERIENCES?
Delusions are different to other beliefs
In a discussion of whether psychotic experiences are understandable it is remiss not to 
mention the influential work of Jaspers (1963), who is often quoted as stating that 
delusions are ununderstandable. To discuss his work it is important to explain how 
Jaspers defined the word ‘understanding’ and what he believed delusions to be.
Jaspers ’ definition o f understanding
In his detailed discussion regarding the understandability of such psychic phenomena 
as delusions, Jaspers emphasises his use of the word ‘understanding’ (Verstehen) to 
refer to our empathie understanding of psychic events from within, for example from 
the experiences the person has had. He calls objective causal connections (for 
example, a biological change) ‘explanation’ (Erklaren). This is succinctly illustrated 
by Jenner, Monteiro, Zagalo-Cardoso and Cunha-Oliveira (1993) (p29):
“We understand jealousy.. we explain the delirious state of the child with measles”
Jaspers ’ concept o f delusions
Jaspers proposed four categories of beliefs: normal beliefs, overvalued ideas, 
delusion-like ideas (or secondary delusions) and primary delusions. He believed that 
the first three could be understood from the past experiences, background culture or 
the emotional state of the individual. If a child is told convincingly and regularly that 
he is loved, then we can understand how he develops the normal belief that he is a 
loveable person. Equally, we can understand how an individual experiencing a manic 
state has the secondary delusion that she is Mary Queen of Scots, which dissipates 
when her mania subsides (Sims, 1988). This secondary delusion arose due to the 
individual’s mood state, hence the reduction of conviction in the idea when no longer 
manic. These examples illustrate Jaspers’ concept of understanding as being what is 
“suggested to us by the objective data of the individual case, that is, by the patients’ 
expressive movements, acts, speech and self description, etc” (Jaspers, 1963, p303).
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In other words, if the beliefs under scrutiny evolve from the individual’s drives or 
emotions arising from past experience, we can understand them. Jaspers proposes that 
primary delusions, on the other hand, do not. He believes their origins are not in 
personality or other psychopathological events, but the primary delusional experiences 
themselves, rendering them ununderstandable.
Delusions as a discrete category o f beliefs
Jaspers’ distinction between primary delusions and other types of belief was made on 
the basis of our ability to understand the belief as humans. This concept of delusions 
being ununderstandable underlies the traditional psychiatric approach that psychotic 
experiences are caused by biological phenomena and should be treated in isolation 
from the rest of the individual’s life experience. The biological approach to psychosis 
will be discussed later but first the evidence against the distinction between delusions 
and other beliefs will be considered.
Delusions are at one end of a continuum of beliefs
While Jaspers (1963) suggests that the existence and strength of the delusional belief 
are not understandable, he does not deny that the content of the belief may be 
meaningful, given the individual’s past experience. This could be viewed as the weak 
link in his theory. If we can empathise with the content of the delusion given the 
history the individual describes, are we not beginning to understand the delusion? 
Jaspers argued that there is a qualitative difference between the mechanisms of 
delusions and other forms of belief, and therefore that all those who experience 
delusions must have a psychopathological disorder that causes them. However, 
research has found that the experience of positive psychotic symptoms is commonly 
found without a diagnosis of psychotic disorder (for example, van Os, Hanssen, Bijl & 
Ravelli, 2000). The implication of these findings are that a straight forward 
dichotomy of psychosis and normality does not exist and many are now accepting that 
delusions and hallucinations may be at one end of continua of experience.
Verdoux, Maurice-Tison, Gay, van Os, Salamon, & Bourgeois (1998) investigated the 
prevalence of delusional ideas in the general population in South West France. They
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collected the psychiatric histories of a sample of 1,053 primary care patients, and 
compared them with responses on a self-report questionnaire of delusional ideation 
(completed by 790 people, 75 percent). They found that experience of each of the 21 
delusional items measured was confirmed by between five and 70 percent of those 
who had no psychiatric history. Verdoux et al. reported that those diagnosed with a 
psychotic disorder confirmed nearly all of the items more fi*equently than those with 
no psychiatric history. However, there was no statistically significant difference 
between the two groups on almost two thirds (13) of the items. Some restriction on 
the inferences is required because the researchers found that those who refused to 
complete the questionnaire were more likely to be diagnosed with a psychotic 
disorder. Those who took part may therefore have had less severe forms of the 
disorders and be an unrepresentative sample. However, the extent of endorsement of 
delusional items by those with no psychiatric history demonstrates the continuity in 
the experience of delusions between psychiatric and non-psychiatric populations. 
Peters, Day, McKenna and Orbach (1999) also demonstrated this. They observed no 
statistical differences in the numbers of endorsed items on a self-report measure of 
delusional ideation or conviction of belief between a sample of deluded psychiatric 
inpatients and two New Religious Movements (NRMs) groups. Hare Krishnas and 
Druids. However, the NRMs group reported significantly less distress related to the 
beliefs. These findings support the concept of a continuum on which psychosis is 
placed. The authors suggest that the NRMs groups could be located more centrally on 
that scale with the psychotic and non-psychotic groups (both religious and non­
religious) nearer the extremes.
These studies are only two examples firom a range of research that supports the 
concept of a continuum of experience of delusions. It is universally accepted that we 
can understand why people develop their belief systems from their life experiences 
and if delusions are continuous with other forms of belief, then they may indeed be 
understandable in the same way.
11
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Hallucinations on a continuum with normality
In a similar pattern to the research on delusions, hallucinations are not always found to 
be associated with mental health problems. Johns, Nazroo, Bebbington and Kuipers
(2002) found that only between two and eleven percent of those who reported 
hallucinatory experiences had a diagnosis of psychosis. This study did not take into 
account the effects of the use of recreational drugs on the experience of hallucinations, 
which may be a frequent trigger. However, it still demonstrates how the experiencing 
hallucinations is not confined to those with a psychotic diagnosis. Romme, Honig, 
Noorthoom and Escher (1992) completed a study following a high response to the 
broadcast of a Dutch television programme about auditory hallucinations. Seventy-six 
of the 173 people who were included (all of whom experienced auditory 
hallucinations) had never received psychiatric care. This evidence for a continuum of 
hallucinations from normality to psychosis adds to the evidence that psychosis is not a 
discrete category of experience, thus breaking down Jaspers’ argument of 
ununderstandability.
BIOLOGICAL MODEL OF PSYCHOSES
The biological model claims that the cause of mental illness is a physical change in 
the body. The weight given to scientific methods of discovery has meant that the 
biological model, the model most able to lend itself to scientific experimentation, has 
been the forerunner in explaining mental illness and psychotic experience. In parallel 
with Jaspers’ (1963) ideas, the attribution of psychosis to biological causes has 
traditionally led psychiatry to consider the experience of psychosis as meaningless.
The British Psychological Society (BPS) (2000) reviewed the vast array of studies that 
support the biological model of the cause of psychosis. Currently there are four main 
groups of biological theories about the cause of psychosis: genetic, biochemical, brain 
structure and environment.
In their report, the BPS concludes that the evidence is not sufficient to define 
psychotic experience solely as a biologically-based medical illness. It should be noted 
that the contributors are known to have a tendency to be biased towards psychological
12
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explanations of psychosis, and therefore to be sceptical of the biological ideas. 
Biological theories have been highly successful in increasing our understanding of 
mental disorder. However, the large number of theories illustrates the lack of a 
conclusive identification of a biological cause of psychosis. For example, Chua and 
McKenna (1995) reviewed studies into the involvement of cerebral abnormality in the 
cause of schizophrenia. They found results were often contradictory and concluded 
that the only structural abnormality there is consensus about is enlarged lateral 
ventricles. However, they proposed that even this should be understood as a risk 
factor for, rather than cause of, schizophrenia, because this abnormality is also found 
in non-psychiatric populations. There is also debate about whether the enlargement 
causes psychotic experience or is caused by it (or even by the medication prescribed 
for it).
This lack of conviction in a solely biological cause of psychoses calls into question the 
assumption that psychoses are meaningless. Other theories will now be discussed that 
believe the particular manifestation of psychosis may be meaningful in the light of 
past experiences.
STRESS-VULNERABILITY MODEL OF PSYCHOSES
“Perhaps the problems could be more meaningfully approached (and explained) as the 
ultimate result of the interaction between each patient’s personality and his social 
environment” (Jenner et al., 1993, p86).
In this quote Jenner et al. refer to the problems of those diagnosed with schizophrenia 
and introduce the possible involvement of personality and environmental factors in the 
development of psychotic experiences. The stress-vulnerability model moves towards 
understanding psychotic experiences in terms of an interaction of factors. It suggests 
that people have different vulnerabilities to psychosis due to biological (such as 
genetics), psychological (including cognitive biases which are discussed later) and 
social environmental factors. Recent research has suggested that there is a significant 
association between childhood abuse and psychotic experiences (for example 
Hammersley, Dias, Todd, Bowen-Jones, Reilly and Bentall, 2003). This lends support
13
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to the suggestion that the social environment is likely to affect vulnerability to 
psychosis. If vulnerability is lo^v, the amount of stress required to develop psychosis 
is high, whereas a smaller amount of environmental stress could engender psychosis 
in someone with a high vulnerability. In addition to the well-known causes of stress, 
such as problems with relationships or pressure at work, stressors may include 
anomalous psychotic-like experiences. By definition this model understands the 
occurrence of psychosis as the result of an interaction of factors, many of which are 
related to the individual’s life experiences. We can therefore infer that it perceives 
psychosis to be understandable, in terms of past experiences.
COGNITIVE MODELS OF PSYCHOSES
Cognitive models of mental disorder consider thoughts and beliefs to mediate the 
effects of a situation on one’s emotions and behaviours. A well-known example 
whether one believes a loud noise in the night is a window blowing shut or a burglar 
(Chadwick et aL, 1996). With the first thought, one may feel irritated and go back to 
sleep, but the second may induce fear and grabbing a baseball bat. The approach to 
psychosis is no different. There are numerous cognitive models of psychosis, which 
cannot all be discussed here. The main one described, Garety, Kuipers, Fowler, 
Freeman and Bebbington’s (2001) multi-factorial model, considers delusions to be a 
type of belief that may be affected by cognitive deficits or biases.
Biases in cognitive functioning develop in the context of the particular social 
background. If a background of adverse experience leads people to develop beliefs 
that they are not able to control their environment, the cognitive model proposes that 
they may develop cognitive biases towards attributing events to external rather than 
internal causation. Garety et ah suggest that psychotic experiences, such as delusions 
and hallucinations, are understandable in terms of cognitive biases. Underlying this 
model is the stress-vulnerability model that an anomalous psychosis-like experience, 
triggered by a life event or drug misuse, is appraised as externally caused and 
personally significant due to vulnerabilities to psychosis including cognitive biases. A 
psychotic disorder may then develop where a less vulnerable person may have 
attributed the experience to an internal cause. Morrison and Haddock (1997) asked
14
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participants whether the source of words had originally been external (the 
experimenter) or internal. They found that those who were experiencing 
hallucinations were more likely to attribute words to external sources than those who 
were not hallucinating and participants with no psychiatric disorder. One of the 
factors that may maintain the appraisal of the anomalous experience as externally 
caused is the increased likelihood of jumping to conclusions and perceiving danger 
where it would not be appraised with a normal reasoning style (see Dudley and Over 
2003 for a review). Blakemore (2003) found that those with delusions of control and 
auditory hallucinations were less able to distinguish between tactile stimulation 
produced by the experimenter or themselves. She suggests that cognitive deficits in 
the ability to distinguish externally generated from self-produced sensation aid our 
understanding of delusions of alien control. These findings support the suggestion 
that cognitive biases may play a part in the experience of psychoses.
By explaining the role of cognitive biases and deficits, the cognitive model can be 
used to understand the development of psychotic experiences, therefore refuting the 
proposition that psychotic experiences are not understandable or meaningful. Further 
evidence for the understandability of psychoses, regarding their functions, will now be 
considered.
THE FUNCTION OF PSYCHOSES 
Fulfilment of unresolved needs
Van Laarhoven (1993) believes that the function of psychotic experiences can be 
understood through detailed questioning. He describes a man whose fear of becoming 
aggressive towards others resulted in him isolating himself. He sees little people who 
speak to him in his native language during times of stress. The function of his 
psychotic experiences may be to attempt to reduce his unresolved feelings of 
loneliness. Similarly van Laarhoven believes that feelings of inferiority may be being 
addressed when delusions of grandeur are experienced. Yip (2003) discussed the 
delusion of a man who believed that he was an important military general in Chinese 
tradition. The meaning of this delusion for him was of being a powerful and respected
15
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figure from which he drew the strength to deal with his problems. This delusion 
fulfilled a previously unsatisfied need.
By considering psychoses as supplementing psychic functioning, we are beginning to 
understand them in the terms of human empathy that Jaspers’ (1963) believed to be 
impossible. This supports the view that psychotic experiences are understandable and 
meaningful.
Attitudes of those who experience psychosis
Miller, O’Connor and DiPasquale (1993) investigated the attitudes of those who 
experience hallucinations toward their own experiences. Fifty-two percent (26) of 
those interviewed reported positive functions of their hallucinations. Those most 
commonly cited were the presence of soothing qualities, provision of companionship, 
financial advantages, protective characteristics and resulting improved self-concept. 
The positive value attached to hallucinations lends support to the theory that psychotic 
experiences are meaningful, and demonstrates the value they hold for the individuals.
The function of psychoses as meaningful experiences has been demonstrated. The 
next section looks at how variation in experiences may also indicate that they are 
meaningful.
VARIATION IN THE CONTENT OF PSYCHOSES
The impact of current affairs on the content of psychoses
Skirrow, Jones, Griffiths and Kaney (2002) assessed the content of the hallucinations 
of a sample of inpatients with a first episode of psychosis, as well as the weekly news 
stories, for themes of war during the 1999 Kosovo conflict. They used the number of 
column inches in newspapers as their measurement of media reporting. They found 
that when the newspaper column inches about the conflict increased, significantly 
more hallucinations contained themes of war. The authors suggest that the contents of 
hallucinations are affected by media coverage of world events. The research did not
16
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investigate the extent of attendance or exposure to the media, but it does illustrate the 
impact of life experience on the content of psychosis.
If an individual’s life experiences (such as attendance to current affairs) affect the 
contents of their psychotic experiences, it can be argued that, through mechanisms 
such as cognitive deficits, we can begin to understand the psychotic experience. 
Attendance to the details of the psychotic experiences may aid our understanding of 
the individual’s life experience. This implies a need to accept that psychotic 
experiences are meaningful in order to understand the individual. The diversity of life 
experience may be implicated in the variability of psychotic experience and the next 
section looks at how cultural diversity affects the experience of psychosis.
Cultural variation in psychotic experiences
As psychotic experiences are self-generated, the content of psychotic experience is 
likely to reflect the individual’s experiences, memories and beliefs. It therefore 
follows that content will vary dependent on cultural diversity. Yip (2003) considered 
examples of how traditional Chinese religious beliefs and superstitions moulded the 
content of the psychotic experiences of four Chinese people. One case was of a 
woman who held the belief that Yuet Lo, a traditional Chinese god who arranges 
marriages, would arrange her desired marriage. She also believed that she was the 
seventh daughter of the King of Heaven who was punished by her father for marrying 
a cowboy. This demonstrates how the content of the psychosis can teach us much 
about the individual’s history including their cultural background. It also suggests 
that consideration of cultural diversity between the client and the clinician needs to be 
taken to understand the experience the individual presents with.
MacDonald and Oden (1977) describe three cases in which using an approach 
appropriate to the individuals’ culture was successful in understanding their 
experience where a traditional psychiatric approach was not. The cases are of 
teenagers of Hawaiian origin who were very distressed by hallucinations of a dead 
relative. In Hawaiian culture the appearance of spirits is common. The friendly spirit 
of a departed relative is called an aumakua. When regarding the hallucinations of the
17
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teenagers as mental health problems, the clinician was not able to understand the 
experience sufficiently to help diminish their distress. However, when the teenagers 
were encouraged to listen to the message brought by their aumakua, in concordance 
with Hawaiian culture, their suffering reduced immensely and the aumakua stopped 
appearing. These examples show how the individual’s culture greatly affects the 
meaning of the hallucinations to the individual, and how consideration of the culture 
and the meaning of the experience in that context is essential for understanding the 
experience.
Al-Issa (1995) reports that research has found a higher incidence of visual over 
auditory hallucinations in some non-Westem societies compared to the more 
frequently reported auditory hallucinations in Western cultures. Al-Issa (1977) 
suggested this might be due to the greater use of vision in communication and the 
positive connotations attached to visions in some non-Westem cultures. This suggests 
that cultural experience not only affects the content of psychotic experiences but also 
the form in which they are manifested again lending evidence to the proposition that 
we can understand psychotic experiences.
IMPLICATIONS FOR TREATMENT 
The move from traditional intervention
In the light of the above discussion, it can be concluded that we have sufficient 
understanding of psychotic experiences such as delusions and hallucinations to affect 
current treatment methods. It is now commonly accepted that the emergence of 
psychotic experience is likely to result from an interaction of many biological, social 
and psychological factors. Anti-psychotic medication is still prescribed to nearly all 
who present to mental health services with psychosis, and is useful for many (BPS, 
2000). However, the traditional reliance on medication and other biological 
treatments is beginning to be reviewed in favour of including psychological and social 
input.
18
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The relationship with auditory hallucinations
In their Dutch experiment, Romme and Escher (1993) found a number of differences 
between those who felt able and unable to cope with auditory hallucinations. Those 
who believed they were stronger than the voices were more able to cope with them. 
They were also less likely to report the voices to be negative or commanding. It 
would be interesting to address the question of whether the characteristics of the 
auditory hallucinations affect the ability of the individual to cope, or whether it is the 
individual’s coping style that influences the nature and strength of the voices. Perhaps 
what is more useful to address is the use of this observation for treatment strategies. 
Romme and Escher (1993) believe that it is not the experience of auditory 
hallucinations per se that is important in the individual’s quality of life, but his or her 
ability to cope with them. By saying this they are emphasising, not the existence of 
psychosis, but the meaning of the experience for each individual. In their research 
they were surprised by the large number of people who responded to their television 
programme reporting experiences of hearing voices that fitted the psychiatric 
diagnosis of auditory hallucination, but who had never needed to seek psychiatric 
support. They propose that the voices often give meaning to the individual’s life. 
Those who did not need to seek psychiatric help had developed more equal 
relationships with their voices, based on the meaning they assigned to them, than 
those who believed that the voices were more powerful than them and felt unable to 
cope. One contributor (Romme & Escher, 1993, pp 60-64) views her voices as 
trustworthy, from whom she can accept guidance. This attribution of positive 
meaning to her experiences has enabled her to cope with her voices without 
psychiatric help. Another contributor (pp 134-139) explains how contact with others 
who experienced voices helped her increase her understanding of what had been 
happening to her, and felt that her feelings and experiences were validated rather than 
judged as stupid or an illness. One of her voices gradually disappeared after this time, 
and her feelings of control over other aspects of her experiences increased. For her, 
other people’s acceptance of the meaning of her experiences greatly enabled her 
improved quality of life.
19
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For many of the people who contributed to Romme and Escher’s research (1993) it 
was the search and acceptance of the meaning of their experiences that aided the 
improvement of their quality of life. As this is arguably the most important aim of 
psychological treatment for those in distress, the clear implications for treatment 
strategies are to facilitate the meaning and understanding of the psychotic experiences 
for the individual.
Psychological interventions
As described above. Miller et a l  (1993) investigated patients’ attitudes towards their 
own hallucinations. The authors believe that by identifying the patients’ perceptions 
of the positive functions of their hallucinations, clinicians would be informed of the 
needs that could be resolved by other means. It could also be argued that the 
identification of these areas would be useful to understand which areas do not require 
change, in contrast with those aspects that do cause distress and therefore need 
attention. Either way, understanding the meaning of the experience for the individual 
appears to be essential for effective therapy. Greater rapport and trust can be built 
between the clinician and client and clearer goals can be defined that are useful for the 
individual client.
Cognitive interventions include consideration of the individual and contextual 
influences on the content of psychotic experiences. Much of the above research 
supports the validity of this approach. Therapy is based on the assumption that 
psychotic experiences are meaningful for the individual. It is designed to examine the 
meaning of the experience for the client and identify his or her beliefs about it. 
Cognitive therapists help clients gain insight into how their beliefs and attribution of 
meaning to the experiences affect how they respond to and feel about them.
Following this, clients are aided in learning to challenge their beliefs therefore 
reducing the distress caused by them. For example, someone whose auditory 
hallucinations tell him that he is an evil person may not feel so distressed if he 
considers whether they are telling the truth. It could be useful for the therapist to help 
him address whether they are actually correct. Cognitive-behavioural therapy also 
addresses other problems for the client such as anxiety and depression that may
20
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worsen the experiences or increase the risk of the cognitive biases (Freeman and 
Garety, 2002).
Where the biological model would consider a decrease in symptoms to be the measure 
for improvement, psychological interventions consider reduction of distress and 
interference from psychotic experiences to be essentially the most important aspects. 
However, these are often accompanied by reduction in symptoms. In a review of the 
outcomes of cognitive-behavioural therapy for psychosis, Garety, Fowler and Kuipers 
(2000) suggest that positive symptoms are consistently reduced. The effectiveness of 
the therapy suggests that the principles that underlie it, of accepting the meaning of 
the psychotic experiences and working towards understanding them, are useful.
Consideration of cultural background was shown by MacDonald and Oden (1977) to 
be essential for treatment in their work with three Hawaiian teenagers. Literature at 
that time encouraged the use of desensitisation procedures to reduce the anxiety 
experienced due to psychotic phenomena. In these cases they found this to be 
unsuccessful, but when a new procedure that was more consistent with Hawaiian 
culture was implemented, the distress and disruption the hallucinations caused 
reduced dramatically. These cases, in addition to the above discussion, demonstrate 
how taking into account both cultural background and the meaning of the 
hallucination for the individual are essential for effective treatment.
CONCLUSIONS
In this essay, Jaspers’ (1963) theory that delusions are not understandable is discussed 
and evidence is laid down that contradicted some of the principles underpinning it. It 
is argued that research demonstrates that positive psychotic experiences such as 
delusions and hallucinations are on a continuum rather than being distinct from 
normal experiences. This allows the conclusion to be drawn that psychotic 
experiences may in fact be understandable in terms of past experience and 
psychological make-up. Some of the main current models of psychosis are described 
and it can be concluded that a number of factors from each model are important and 
interact with each other. Most practitioners accept that this may help move us towards
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an explanation of the cause of psychotic experience (British Psychological Society, 
2000). The meaningfulness of psychotic experiences is also inferred from evidence 
regarding the function of psychoses as well as the variations observed that depend on 
differences in life experiences. The implications for treatment are that accepting the 
meaningfulness of psychotic experiences is important both in engendering a good 
therapeutic alliance and in improving the outcome of therapy. It is argued that the 
statement declaring psychotic experiences to be neither understandable nor 
meaningful is refuted.
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INTRODUCTION
If somebody has a learning disability, they are likely to have deficits in cognitive, 
social and adaptive functioning that originated before reaching 18 years old. These 
can cover a huge range of ability. Clinical psychologists work in learning disability 
services in a number of possible roles. They may assess and treat clients with mental 
health problems or challenging behaviours and work with families or staff groups. 
They are also involved in research and may contribute to policy development. As the 
sexual abuse of people with learning disabilities (LD) was not widely recognised until 
the early 1990s, it is an issue that is increasingly impacting on the role of clinical 
psychologists. In this essay the roles they have in assessing, treating and preventing 
sexual abuse of people with LD are discussed. Given the scope of this essay, roles 
that are specifically carried out by clinical psychologists are focussed on, although 
there may be many more that they share with other professionals. First definitions of 
sexual abuse will be considered, as well as prevalence rates of sexual abuse in the LD 
population.
It is important to note that the author has had relatively little direct contact with people 
with LD who have been sexually abused or with services, staff and families who are 
caring for them. The author’s experiences of working with people with LD have been 
integrated with the literature about sexual abuse to aim for a realistic discussion.
‘Perpetrator’ is used to refer to those who carry out the sexual act and ‘survivor’ to 
refer to the person with LD on whom the act was carried out. ‘Carer’ may refer to a 
family member, paid employee or volunteer who cares for the person. This essay does 
not set out to make judgements about the people who are involved, merely to consider 
the role of clinical psychologists in such situations. The author hopes that the chosen 
language minimises the value judgements made about the people involved.
HOW IS SEXUAL ABUSE DEFINED?
This is a question that has a large literature devoted to it. Although it is not in the 
remit of the essay to discuss it in detail, it may be the role of clinical psychologists to
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use their expertise about the psychological effects of sexual abuse to refine the 
definition. Brown, Turk and Stein (1994) describe sexual abuse as consisting of:
‘one-off assaults or of sexual acts within an on-going relationship in which the 
power differences are so great that they preclude the possibility of the person with 
learning difficulties freely giving their consent.’
They explain that this includes non-contact abuse (such as indecent exposure or 
serious teasing) as well as three categories of contact abuse; touch, masturbation and 
penetration or attempted penetration (of vagina, anus or mouth). This is a definition 
that has been commonly used. It covers the possibility of one-off or ongoing sexual 
abuse as well as including both non-contact and contact acts. It also acknowledges the 
inappropriateness of taking consent at face value given the potential for acquiescence 
when power differentials exist.
It is also important to recognise that abuse is culturally defined. The majority of 
research into sexual abuse of people with LD has taken place in Europe or North 
America. Even work done in Asian countries used western cultural ideas to consider 
what ‘abuse’ meant (for example Miles, 1996). Many Asian cultures would consider 
the British custom of putting children into a separate bedroom to sleep alone as 
punitive (Miles, 1996). This illustrates the wealth of difference between cultures 
about what constitutes abuse. We must acknowledge cultural differences when 
dealing with individual cases of sexual abuse, but it is also essential to recognise that 
people from all cultures have the right not to have sexual contact forced on them, 
regardless of the definition used.
INCIDENCE AND PREVALENCE OF SEXUAL ABUSE
The sexual abuse of people with LD only began to be acknowledged in the late 1980s 
and early 1990s (for example. Brown, 1994). When reviewing prevalence research. 
Brown (1993) found estimates of between four and 83 percent of people with LD 
experiencing sexual abuse (using the above definition) at some time in their lives.
The vast range in these figures may reflect the data collection methods. Hard and
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Plumb (cited in Brown, 1993) estimated a prevalence rate of 83 percent in women 
with LD having used interviews with clients by a person well known to the client, 
whereas other studies derived data from clinicians or senior workers. These figures 
must be treated with caution. Those that interviewed clients rely on the interviewees’ 
understanding of what they were being asked and their ability and ^willingness to recall 
and disclose their experiences. This may be difficult for those with cognitive 
impairments or communication difficulties. In addition, reports using data from 
senior clinicians may only include incidents that have established sufficient evidence 
to be officially investigated. These reports may therefore underestimate figures. 
Clinical psychologists have a role in continuing to refine this research to aim for the 
most accurate estimates.
The first of two large incidence studies covering 1989 to 1990 and 1991 to 1992 in 
one health authority in Kent (Turk and Brown, 1993; Brown, Stein and Turk, 1995) 
estimated an incidence rate of one in 2000 people with LD experiencing sexual abuse 
each year. However, only those incidents that had been filed and verified through 
statutory agencies were included and the estimate is therefore the lowest and least 
contestable. All the above research found that people of all ages and disability levels 
experience sexual abuse and the majority of perpetrators are known to the survivor. 
Figure 1 presents the relationships to the survivor in the 85 cases included in the 
second Kent incidence study (Brown, Stein and Turk, 1995). Over 50 percent were 
other service users, and a further 36 percent of perpetrators were other known adults 
such as staff or family members.
This research demonstrates that, for many people with LD, sexual abuse is a real 
issue. It shows how important it is to discuss these issues and develop effective 
treatment and prevention strategies.
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Figure 1: Relationship between perpetrator and survivor
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ASSESSMENT
In an audit of people with LD who had been sexually or physically abused referred to 
a psychology department, Joyce (2003) found that clinical psychologists were called 
upon to assist in investigative interviews, assess capacity to consent to a sexual 
relationship and assess competence to give evidence in legal proceedings. Many 
professionals could be involved in investigative interviews, so it will not be discussed 
here. The other two are major roles for clinical psychologists and will be considered. 
The detection of potential cases, research and the contentious issue of when disclosure 
requires further action will also be discussed. First, it is important to consider the 
effects of sexual abuse on this population.
Effects of sexual abuse
The archaic assumption that people with LD are less affected by sexual abuse than 
other survivors is now agreed to have no grounding (Moss, 1998). Sequeira, Howlin 
and Hollins (2003) found that psychological reactions to sexual abuse of people with 
LD mirrored those found in the general population. These included increased rates of 
mental health problems, post traumatic stress symptoms and behavioural problems, 
with the addition of stereotypical behaviours. Newly sexualised behaviour and 
language is commonly found to be an indicator (Brown, 1997) although we must be 
aware that new behaviours may not alert us to those whose abuse is long standing or
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introduced gradually. As Sequeira et al. highlight, a troubled background could cause 
a person to be more vulnerable to abuse so longitudinal studies are needed to ascertain 
cause and effect. However, the research indicates that sexual abuse is often 
concurrent with mental health or behavioural problems.
Capacity to consent
A common role for clinical psychologists in this area of clinical work is to assess a 
person’s capacity to consent. This is a crucial issue in determining whether a situation 
is abusive. The ftinctional approach is usually recognised as the most appropriate 
method of assessing capacity to consent (Murphy and Clare, 1997). This requires that 
the judgement is based on the person’s ability to understand the information they are 
given, to manipulate the information so that alternatives and consequences are 
understood and to make a voluntary choice. This method ensures that a blanket 
assessment of capacity is not made, and acknowledges that different circumstances 
may each require assessment. It also accepts that people have the right to make 
decisions that are not thought to be sensible by others, as long as they have the 
capacity to consent. Brown and Turk (1992) argue that there are circumstances in 
which power imbalances prevent real choice and are therefore abusive even if an 
individual would be able to give consent with another person. These include familial 
or care taking relationships between the perpetrator and the person with LD, or where 
force or threat are used. It is the clinical psychologist’s role to be aware of these 
issues during assessment and aid this understanding in others through training or 
informal contact.
Competence to give evidence
Clinical psychologists may be asked to assess competence to be a witness in legal 
proceedings. They consider the person’s understanding of the importance of telling 
the truth and may look at how susceptible they are to acquiescence and suggestibility 
(Joyce, 2003). The Home Office (1999) has improved procedures so that 
incompetence is no longer assumed in people with LD. Special measures such as 
visually recorded statements can be used to enhance the quality of the evidence and
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allow those who might have once been deemed less credible to give evidence.
Clinical psychologists can provide expert advice about the ability and support required 
for an individual. They may also provide a supporting role during such procedures.
Detecting undisclosed sexual abuse
Sexual abuse is detected either through disclosure from the survivor or observations 
made by staff or carers. Clinical psychologists are well placed to use their knowledge 
of the impact of sexual abuse and of different psychological models to detect possible 
abuse. In the author’s experience, functional analyses of behaviours will elicit 
important information that could aid detection of sexual abuse, such as the occurrence 
of behaviours solely in the presence of a particular person or environment. However, 
research shows that only a very small proportion of investigated cases are detected by 
specialists (Joyce, 2003; Brown et a l, 1995). Brown et al. (1995) found the numbers 
of cases detected by staff increased from 18 (21 percent) in the first Kent survey, to 31 
(37 percent) in the second after staff training and policy dissemination took place 
during the survey periods (Brown, Hunt and Stein, 1994). Hogg, Campbell, Cullen 
and Hudson (2001) report that an open course about sexual abuse in people with LD 
enhanced staff knowledge and confidence in dealing with incidents as well as their 
awareness of vulnerability. Teaching those who have a lot of contact with people with 
LD, such as front line staff, to be aware of the possibility of sexual abuse, including 
potential signs, may be an important role for clinical psychologists. Resources have 
been developed for this purpose (for example Brown and Craft, 1992).
Clinical psychologists are in the privileged position of being well supported by their 
professional body, the Division of Clinical Psychology (DCF, 1995), when informing 
relevant people or agencies about suspected sexual abuse. Care workers are often in 
more difficult positions. They may be untrained about their rights in such situations 
and fear uncomfortable working relationships if allegations are not found to be true or 
are discarded (Brown, Hunt and Stein, 1994). Clinical psychologists may have the 
role of carrying allegations of abuse forward (this issue will be discussed later) and 
also in being available to provide a safe and supportive space for staff to raise their 
concerns.
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Research
Jn children’s services there are psychometric tests that may tap into possible sexual 
abuse. For example projective tests such as the Rorschach have been found to 
distinguish between children who have been sexually abused and those who have not 
(West, 1998). Scores on the Child Sexual Behaviour Checklist version 2, completed 
by caregivers, have also been found to differ depending on sexual abuse (Bonner, 
Walker and Berliner, nd). There do not appear to be such resources for adults with 
LD, and it may not be appropriate to use tools designed for children. Clinical 
psychologists may have a role in using their research skills to adapt or develop tests to 
aid the assessment of sexual abuse.
When to inform others
It is the role of clinical psychologists to take any disclosure of abuse seriously and 
ensure the client feels believed. Thorough policies are essential to ensure that 
procedures following disclosure or discovery take place accurately and systematically.
It may be within clinical psychologists’ roles to be involved in the development of 
such policies. Clinical psychologists could provide psychological understanding in 
considering how policies may affect the individuals involved and ensure their 
emotional needs are prioritised. It is certainly the role of clinical psychologists to be 
aware of the policies and carry them out carefully.
Clients may request that disclosure of sexual abuse, either as a survivor or a 
perpetrator, is not passed on to others. The DCP (1995) outlines the decision that 
clinical psychologists must make, weighing up potential risks to the client or others, 
against the client’s wishes. Short (1996) debates utilitarianism (considering the 
consequences of a decision) versus deontology (respecting therapeutic 
confidentiality). Fear of custodial punishment may reduce the reporting of sexual 
abuse, although it is Home Office policy that custodial sentences are not given to 
people with LD unless it is unavoidable (Short, 1996). It is an important role for 
clinical psychologists to be aware of ethical and legal issues to inform their own 
decision making, but also to be available for others to seek advice.
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TREATMENT
In addition to assessment, clinical psychologists are involved in the treatment of 
people with LD who have been sexually abused. The following will look at areas in 
which clinical psychologists have a specific role regarding treatment -  treatment for 
the client directly, their role in supporting and teaching carers and families, their role 
in research of this area and potential involvement with the police or the courts.
Direct work with clients
As described above, the impact of sexual abuse on people with LD is likely to be in 
the form of psychological problems and behavioural difficulties. There are numerous 
types of individual therapies that may be appropriate for clinical psychologists in 
treating the impact of sexual abuse. Although behavioural work has historically been 
relied on for people with LD, other techniques, such as cognitive behavioural (CB) 
and psychoanalytic, are now used. CB procedures may include recalling the abuse 
using techniques appropriate for the individual, such as drawing or movement for 
people who do not have verbal communication, relaxation and distraction (Moss,
1998). Psychoanalytic work may provide a containing environment for the client to 
explore their emotions and make sense of intolerable feelings (Hughes and Hughes, 
1998). Clinical psychologists have the training to be aware of the transference and 
counter-transference issues that may arise. Monahan and Lurie (2003) suggest that 
abandonment and dependency are likely to be themes in early relationships of people 
with LD who have been sexually abused. Through transference, these may be re­
enacted in the therapeutic relationship and clinical psychologists must be aware of 
these issues to consider how best to work with the individual. Issues of counter­
transference are touched on later.
It is not in the scope of the essay to go into further detail about models or the vast 
range of treatment possibilities. It is the role of clinical psychologists to be aware of 
possible interventions and to make clinical decisions about what would be most 
appropriate for each individual. To do this many issues must be considered such as 
the cognitive and communication skills of the client, the impact the sexual abuse has
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had and individual factors such as their cultural or religious requirements or desire for 
a same sex therapist. The clinical psychologist would be responsible for referring 
clients on to more appropriate agencies, such as art or music therapy, if necessary. 
Clinical psychologists can also inform survivors about materials such as the book T 
can get through if  which uses pictures to describe treatment for a woman who was 
sexually abused (cited in Anon, 1999), and the charity RESPOND who provide 
services for survivors or perpetrators of sexual abuse who have LD (www. 
respond.org.uk). There is also some evidence that groups may be therapeutic for 
people to share their experiences, deal with emotions such as anxiety or to help 
improve self esteem or assertiveness (for example Barber, Jenkins and Jones, 2000). 
Clinical psychologists may have roles in setting up such groups.
Work with others
Engaging in therapy can elicit strong emotions for clients, and this is likely to affect 
carers (Hughes and Hughes, 1998). It may be the role of a clinical psychologist to 
support carers or other residents in understanding the situation and dealing with their 
own emotions. This could also be provided by a range of professionals, and clinical 
psychologists can provide expertise about the psychological impact of the abuse on 
the survivor. It may be useful to explain recovery models (Moss, 1998) or the client’s 
behaviours. For example, the author has found that an understanding of the reasons 
for challenging behaviours has aided both the tolerance of staff and their abilities in 
dealing with the behaviour. This would be particularly pertinent in some cases of 
sexual abuse where sexualised language or behaviours are used or exhibited, causing 
embarrassment to carers.
Supervising other staff who work therapeutically with a survivor may also be the role 
of clinical psychologists. The content of such work can be very distressing and, 
through counter-transference processes, staff may feel despair and powerlessness 
(Hughes and Hughes, 1998). Sinason (1989) suggests it can be so hard to bear, that 
therapists may have difficulty picking up the signs of sexual abuse. Supervision is 
therefore an essential part of working with survivors that clinical psychologists should 
seek and may also provide.
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Clinical psychologists also have a role in addressing and modelling beliefs about 
people with LD through their own behaviours and attitudes in work settings (Moss, 
1998). Indeed this role is pervasive in the life of a clinical psychologist, and promotes 
respectful attitudes in the general public.
Research
In addition to clinical work, clinical psychologists also have a role in research. 
Research into treatment for children who have been sexually abused has primarily 
focussed on CB therapies and few randomised control trials have taken place 
(Saywitz, Mannarino, Berliner and Cohen, 2000). However, research into the efficacy 
of treatment for people with LD who have been sexually abused is even sparser and 
clinical psychologists have an important role in using their research skills to increase 
the literature in this area.
Involvement with legal proceedings
Survivors with LD have the right to justice through the courts. Entering into legal 
proceedings may be therapeutic, helping survivors feel empowered. Clinical 
psychologists have a role in providing clients with this information and supporting 
them through it if they wish. Some understanding of the law regarding sexual 
offences (HMSO, 2003) would be useful, particularly if supporting clients whose 
cases are not carried forward. However, they should also be aware that they are not 
legal experts and seek advice fi*om appropriate agencies when necessary.
The Home Office, Crown Prosecution Service (CPS) and Department of Health 
(2002) published guidance about implementing therapy prior to a legal trial for 
vulnerable adults. The commencement of therapeutic work prior to the trial could 
lead to evidence given by the client being challenged. The CPS is responsible for 
assessing if therapy is likely to have an impact on the evidence. If working with a 
client who may go to trial, it is the clinical psychologist’s responsibility to be aware of 
the potential effects of pre-trial therapy and to carry out the least problematic work 
such as focusing on distress reduction or self esteem enhancement at that stage.
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PREVENTION
The potential roles for clinical psychologists in assessing and treating people with LD 
who have been sexually abused are discussed above. Consideration of their roles in 
preventing abuse by working with people with LD who sexually abuse others, 
involvement in sex education programmes, services and the media follows. It is 
important first to consider why people with LD are vulnerable to sexual abuse.
Vulnerability to sexual abuse
Walmsley (1989) discusses numerous reasons why people with LD have a heightened 
vulnerability to abuse. Many have so severe a disability that they rely on others for 
their intimate personal needs such as bathing and dressing. This opens opportunities 
for sexual abuse that most in the general population would not encounter. An 
overprotected upbringing may lead to fewer self-protection skills, for example being 
aware of the dangers of walking alone at night. However, Walmsley does not address 
one issue, which the prevalence research suggests may be the most important. The 
majority of perpetrators are other service users, and may be people that the survivors 
live with or see regularly. People with LD may be particularly vulnerable to sexual 
abuse because they are placed in environments where there is a high risk of it 
occurring.
Work with people with LD who sexually abuse
Other service users comprise a large proportion of perpetrators of sexual abuse of 
people with LD. Working with this group is an important role for clinical 
psychologists to aid the prevention of further sexual abuse. This may include 
therapeutic work on issues such as poor self-image, implicated in the cycle of 
offending model of why men with LD abuse (Barlow, 2003). Specific sex education 
work may also be relevant. This work aims to reduce the risk of incarceration that the 
perpetrator encounters by repeating abusive behaviours, as well as reducing the risk of 
others experiencing abuse. Thompson (1997) found that fewer than half the 
perpetrators included in his research (men with LD referred for sex education) had
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received therapy or counselling as a direct response to abusive behaviours. He also 
acknowledged that the impact of the treatment he provided remained untested.
Clinical psychologists may also have roles in researching further in this area, 
developing and considering the effectiveness of interventions.
Sex education for people with LD
This is a strategy that is commonly believed to be useful in preventing the sexual 
abuse of people with LD. People with LD often have less knowledge about sexual 
experiences, for example what terms like rape or incest mean, and feel unsure of what 
to do if unwanted sexual advance are made (McCabe, Cummins and Reid, 1994).
They may also believe that they do not have control over whether they take part in 
sexual activity. Other professionals in LD services commonly provide sex education 
for individuals. However, clinical psychologists may be able to bring expertise about 
how people learn to the designing and auditing of effective groups.
Sex education programmes
Working with families or carers about educating people with LD is suggested to be a 
useful element of sex education programmes (Martorella and Portugues, 1998). It 
provides important information about the benefits of sex education for people with LD 
as well as creating valuable space to discuss difficult issues. It may be the role of 
clinical psychologists to implement such work or include it in the development of 
programmes.
Research has evaluated skills training programmes for children (for example Wurtle, 
1990) but there is little research looking at the efficacy of sex education programmes 
for people with LD in preventing sexual abuse (Lumley and Miltenberger, 1997). 
Clinical psychologists have a role in using their research skills to evaluate the efficacy 
of sex education programmes for people with LD. Lee and Tang (1998) evaluated a 
programme that taught behavioural skills to Chinese adolescents with mild LD. They 
found that reported knowledge of what to say and do following an inappropriate 
sexual advance increased as well as the ability to recognise appropriate touching (such
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as from a nurse). However, follow-ups suggested that booster sessions would be 
required to maintain the increased abilities. The validity of the program is a 
limitation, as the measures were all self-report or performance in role-play so 
generalisation to real life situations cannot be inferred. However, Miltenberger et al. 
(1999) found that ‘in situ’ training increased the generalisability of the skills. An 
unknown trainer approached each woman in the group within a week of the end of 
training and presented a sexual abuse lure. If the participant did not score full marks 
on her ability to not engage in the request, verbally refuse, leave the situation and 
report the incident, then a trainer would approach her to model and explain the correct 
response. This continued until she achieved the maximum score. Although there are 
difficult consent issues involved in assessing the participants without their knowledge 
in this way, as well as the ethical dilemma of putting them in such a stressful scenario, 
the approach appeared to be successful in the acquisition of sexual abuse prevention 
skills. However, the lure was always offered by a stranger, and such skill may be 
harder to implement if the perpetrator is known, as is true in the majority of cases. 
These studies provide some evidence for the usefulness of sex education programs to 
prevent sexual abuse and clinical psychologists may have a role in designing or 
implementing such programmes as well as continuing the essential research.
Cultural variation
Although sex education programs are argued to be useful, particularly if research 
about the perpetrators is included, they may not be appropriate in some cultures.
Miles (1996) did not include sex education when he set up a school for children with 
LD in Pakistan as it would have disregarded their local customs. It could be that 
sexual abuse is very rare and sex education would be less necessary in such cultures, 
so it is important to note that Miles found that sexual abuse did occur. However, 
families in Pakistan welcomed informal “modesty education” through which Miles 
taught appropriate behaviours with the opposite sex. Although it would be hard to 
approach issues such as homosexuality in such cultures, this shows how some sexual 
abuse prevention can be taught where the culture finds it harder to accept. It is the 
role of clinical psychologists to consider such issues when dealing with people with
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LD who have been sexually abused ensuring that the survivor is treated appropriately 
for their individual needs.
What services can do
McCarthy and Thompson (1996) argue that service structures may be perpetuating 
abusive situations. They suggest ways of reducing risk. These include offering a 
choice of single or mixed sex services to reduce the risk to women, ensuring police 
screening of all staff and employing advocates to help guarantee the rights of those 
who are unable to advocate for themselves. Clinical psychologists may have a role in 
ensuring policies are in place to offer sex education to people with LD as well as 
training for staff and clear guidelines in dealing with potential cases of sexual abuse 
(Joyce, 2003). However, the research advocating sex education has mainly involved 
people with milder LD and should not be generalised to those with more severe LD.
A difficulty in research with people with more severe LD is that they may be less 
likely to be able to consent to taking part. The same would be true for sex education 
programmes, in addition to greater difficulty in learning information and physical 
health issues that increase their vulnerability. Clinical psychologists need to continue 
to think about and research preventative strategies for people for whom sex education 
may not be so helpful.
Getting a balance between ensuring rights to a sexual relationship and protecting 
people against abuse is a difficult one to achieve. Residential and day service staff are 
often left to make this decision without professional guidance (Joyce, 2003). Clinical 
psychologists could have a role in developing procedures for assessing consent in a 
service and ensuring that it is established each time it is necessary.
Media
In recent years, the role of clinical psychologists in the media has increased. The 
Psychologist magazine, published by the British Psychological Society (BPS) changed 
its Media Watch page to Media (BPS, 2003), including a ‘tips’ section, to reflect 
increasing involvement. It could be argued that clinical psychologists have a role in
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promoting positive attitudes towards people with LD as well as increasing awareness 
of sexual abuse issues to a wider audience through media contacts. Although it may 
be a tall order to expect this to prevent abuse, it may help reduce the amount that 
remains unrecognised or umeported.
CONCLUSIONS
Clinical psychologists may have many roles in the assessment, treatment and 
prevention of sexual abuse of people with LD. This is not a comprehensive list. For 
example, those in more specialist services could have a role in liaising with police 
services to help improve the systems they use to deal with vulnerable adults.
However, the issues discussed are more relevant to the majority of clinical 
psychologists working in LD services.
On reflection, it is difficult to divide the roles of clinical psychologists into the 
assessment, treatment and prevention of sexual abuse of people with LD. Many issues 
are fluid, such as educating staff to aid detection of abuse (assessment) may in the 
long term help prevent further abuse for that survivor or from that perpetrator. The 
issues should not be considered in isolation from each other.
In 1988 Search wrote a book about the sexual abuse of children entitled The Last 
Taboo. The literature about the sexual abuse of people with LD suggests that there 
was in fact one further taboo that needed exposing. Indeed there may yet be taboos 
that we are shying away from, leaving people suffering. Clinical psychologists are 
well positioned to continue to promote the exposure of such taboos, working towards 
safer yet empowering environments for vulnerable people.
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INTRODUCTION
Conduct problems come in a variety of forms ranging from disobedience and defiance 
up to drug abuse, arson or physical aggression that results in damage to property or 
injury. The common factors seem to be that they are widespread, tend to have a poor 
prognosis and are notoriously resistant to treatment. They are thought to comprise 
between one third and one half of all referrals into child and adolescent clinics 
(Kazdin, 1995). They are also one of the most costly disorders to society due to long 
term contact with mental health and criminal justice services, and poor prognosis, 
which means that anti-social behaviour often continues into adulthood. Weisz,
Martin, Walter and Fernandez (1991) found that a diagnosis of conduct disorder, as 
well as adolescent history of property offences, predicted arrest for property offences 
as an adult. These issues mean that considering treatments for conduct problems is 
highly important for society as a whole as well as the individuals and families 
involved. It is important to recognise that much of the research is done in western 
countries, particularly the United States of America (USA), and so less is known 
about the impact of such problems in other countries. This discussion is therefore 
likely to be more relevant to prosperous countries where treatment for conduct 
problems can be afforded. Research into conduct problems in other societies is 
needed to know whether these interventions can be generalised.
In this essay I^  will outline the main models regarding the development and 
maintenance of conduct problems. One main individual approach will then be 
discussed, with brief mention of two others, followed by three family approaches and 
finally the multi-systemic approach, which incorporates aspects of both individual and 
family approaches. For each model, a brief description will be given, followed by a 
summary of the evidence and some conclusions that can be drawn. Finally issues 
about research in this area will be considered before conclusions can be drawn about 
whether an individual or a family approach to therapy better deals with conduct 
problems.
 ^ I have written this essay in the first person so that my own slant can be easily understood by the 
reader.
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I currently work in a Child and Adolescent Mental Health Service where systemic 
approaches are widely used. On the other hand, my limited experience with children 
exhibiting conduct problems has been with behavioural interventions such as parent 
management training. I approached this essay with an open mind, but it is important 
to recognise that these experiences may influence my thinking in examining the role 
of individual and family work for conduct problems.
It should be noted that each intervention has different names. I have used one term for 
each intervention for ease of understanding but it may not be the one used by the 
authors being discussed. In addition I have used ‘child’ to refer to both children and 
adolescents. To begin this discussion, I will clarify what is meant by the terms 
‘conduct problems’ as well as ‘individual’ and ‘family’ approaches to therapy.
Definition of conduct problems
For a diagnosis of oppositional deflant disorder (ODD), the DSM-IV (American 
Psychiatric Association, 1994) requires a pattern of defiant and hostile behaviour such 
as losing ones temper, being easily annoyed by others and refusal to comply with 
requests by adults, to have lasted for six months. This is commonly thought of as a 
precursor to conduct disorder (CD; Behan and Carr, 2000) which is diagnosed if a 
pattern of behaviour occurs which violates the rights of others and age-appropriate 
societal norms such as theft, aggression or destruction of property. Conduct problems 
can also be found in children with attention deficit and hyperactivity disorder 
(ADHD). This is characterised by difficulties with attention and concentration, 
hyperactivity and impulsivity. However, ADHD is not normally considered to be a 
disorder of conduct, so will not be included in this discussion. Brestan and Eyberg 
(1998) define conduct problems as those behaviours that are included as a symptom of 
CD and ODD. Some of the outcome research in this area does not specify which 
disorder(s) are included, or examines delinquency which does not necessary indicate 
CD. There is not the scope in this essay to enter into a discussion about which 
diagnoses should be used, and whether indeed a diagnosis is necessary. I will 
therefore use the same definition as Brestan and Eyberg (1998) and include research
49
Children and young people essay
regarding the behaviours that are typical of the conduct disorders rather than requiring 
a diagnosis of CD or ODD.
Definition of individual and family approaches
In this discussion I have defined individual approaches as those where only the 
referred client has contact with the therapist, and family approaches where other 
members of the family are involved in the therapeutic process. This essay does not 
have the scope to discuss all possible treatments for conduct problems, so the most 
relevant are identified. Given that the current climate for clinical psychology in the 
National Health Service is one of evidence-based practice, the most promising 
treatments in terms of the research base will be discussed in the greatest detail, 
although some others will be mentioned.
THEORIES ABOUT THE DEVELOPMENT OF CONDUCT PROBLEMS
In order to consider the effectiveness of interventions for conduct problems, it is 
important to understand the rationales behind the treatments. This section will briefly 
describe the main theories that are supported by evidence about how conduct 
problems develop and are maintained to provide the background to the interventions 
discussed later. Psychodynamic theory, which would often be included, will not be 
discussed as there is little evidence to support the therapy (Kazdin, 1995).
Biological theories
The main biological theory for the aetiology and maintenance of conduct problems is 
arousal theory. This suggests that children with conduct problems have lower arousal 
levels than other children and thus do not respond as well to reinforcement or 
punishment (Carr, 1999). This means that pro-social behaviour does not become as 
attractive and antisocial behaviour as unappealing for children with low arousal levels.
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Cognitive theories
Crick and Dodge (1994) focus on social information processing, proposing that social 
behaviour can be attributed to specific cognitive abilities such as accuracy in detecting 
intention, hostile attributional biases and evaluation of responses. They suggest that 
people with conduct problems may have depleted or biased cognitive skills, for 
example attributing more hostile intentions to others’ behaviours than other people 
would, so their responses are more aggressive and hostile. Poor relationships then 
develop, which in turn confirm the belief about hostile intentions in others. Lochman 
and Dodge (1994) found that the most aggressive youths in their study had greater 
levels of social and cognitive difficulties than those who displayed moderate 
aggression, who in turn had more difficulties than the non-aggressive children. 
Recently it has also been suggested that people who display conduct problems may 
have a deficit in pragmatic language skills (Gilmour, Hill, Place and Skuse, 2004).
This deficit means that children find it difficult to interpret and use language 
appropriately, such as not using language that adheres to the social hierarchy (for 
example, appearing to be rude to a teacher). These studies support the theory that 
social-cognitive deficits may play a role in conduct problems and suggest that a focus 
on cognitive skills in treatment might be sensible.
Social learning theories
Social interactions are thought to have a role in the development and maintenance of 
conduct problems. Parents may inadvertently reinforce problematic behaviours, may 
not use punishment effectively (such as using it very frequently or inconsistently) and 
may not provide reinforcement for appropriate behaviour. Children may carry out 
problematic behaviour to begin interactions with their parents or they may use such 
behaviours to elicit predictable responses if their experience of the world is one of 
inconsistency. They also learn that escalation of antisocial behaviour usually leads to 
the withdrawal of punishment or parental involvement. Patterson, Reid and Dishion 
(1992) called this pattern of negative reinforcement (the withdrawal of something 
aversive to the child) coercion. They suggest that interactions between children and 
parents become coercive and these patterns then recur in other environments.
51
Children and young people essay
Systemic theories
These theories are based on the premise that the child is part of one or many systems - 
the most prominent of which is the family (Kazdin, 1997). Maladaptive behaviour is 
thought to fulfil functions within the system(s), as well as for the individual, which 
need to be provided for in a different way for the behaviour to change. Through 
videotaping 42 families carrying out discussion or resolution-of-differences tasks, 
Alexander (1973) found that families of children with conduct problems showed 
higher levels of defensive communication and the control families showed greater 
supportive communication. This adds to the theory that it is useful to consider whole 
systems when viewing conduct problems, rather than the individual in isolation.
Other factors such as socioeconomic disadvantage, the child’s temperament and 
marital conflict are also thought to be risk factors for developing conduct problems 
(Kazdin, 1995). These factors are all considered when developing a systemic 
formulation about the aetiology and maintenance of conduct problems.
INDIVIDUAL APPROACHES
The intervention that has most supporting evidence is discussed, followed by a brief 
mention of treatment foster-care and finally ‘boot camps’ as an illustration of the 
importance of outcome evaluation.
Cognitive problem-solving skills training
Description
As previously mentioned, the evidence suggests that cognitive deficits, such as 
attributing others’ intent as hostile (Crick and Dodge, 1994), may play a part in the 
development of conduct problems. One of the main individual approaches to therapy 
used for conduct problems is cognitive problem-solving skills training (PSST). PSST 
programmes focus on the thought processes individuals use to guide responses and 
teach step-by-step problem solving techniques (Kazdin 1995). The therapist uses 
modelling, such as self-statements, and reinforcement to promote pro-social
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behaviours and gradually helps the individual apply the techniques to real-life 
situations.
Effectiveness
Cognitively based treatments are one of the few well-researched approaches to 
conduct problems (Kazdin, 1997). Durlak, Furhman and Lampman (1991) carried out 
a meta-analysis of 64 studies that used techniques focusing on cognition with children 
with social or behavioural maladjustment. They developed criteria to ensure that the 
studies included were well designed. These cognitively based treatments were shown 
to be more effective in causing change in behavioural and emotional variables (such 
as anxiety or depression) than the control groups. While significant behavioural 
change had occurred following cognitively based interventions, it had not yet reached 
the normal range (unlike emotional functioning, which had). This may suggest that 
while cognitively based individual treatments are effective in producing change, 
further improvement"is still possible.
Although the studies included in Durlak et ûf/.’s review covered a wide range of 
cognitive techniques, rather than just those used in PSST, they discuss an issue that is 
pertinent to all interventions that focus on cognition. They found that the treatment 
effect size was almost twice as big for children in the Piagetian formal operations 
stage (ages 11 to 13) than those in the less advanced cognitive stages (ages 5 to 7 and 
8 to 10). As they conducted a meta-analysis, they were unable to examine the 
children’s actual cognitive abilities, and had to assign them to the cognitive stage 
using only age as the criteria. There may be other factors associated with increasing 
age that accounts for children’s ability to use PSST but it is likely that increased 
cognitive ability is associated with better outcome in the use of cognitive techniques.
Conclusions
There are some strong features of cognitively based interventions. The evidence 
suggests that they are effective in producing therapeutic change and there are also 
manuals available (for example Polyson and Kimball, 1993) that allow continued
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research into their effectiveness. However, Durlak et a l 's  review concluded that 
further improvement could be achieved. Most of the studies included in their review 
involved short treatment periods so longer treatments may be more effective.
However, Baer and Nietzel (1991) did not find a significant correlation between 
length of treatment and effect size in their review of the literature about cognitively 
based treatments for impulsivity. We could conclude that factors other than the 
cognitive skills of the child might need to be addressed to provide more effective 
interventions for conduct problems.
Other individual approaches
Treatment foster-care
Treatment foster-care involves temporarily placing the child with foster parents who 
are specially trained in using behavioural strategies to modify problematic behaviour 
(Brosnan and Carr, 2000). This may be the chosen treatment if the family of origin is 
in crisis and the child s parents are usually offered behavioural training to enable them 
to continue the work when the child returns home. Recidivism rates (relapse in terms 
of further criminal activity) were significantly lower than for controls in two studies 
reviewed by Brosnan and Carr (2000) both immediately following treatment and at 
follow up of up to two years. Behaviour was also rated as improved by teachers, 
parents and the child. These limited findings suggest that treatment foster-care can be 
effective in reducing conduct problems. However further research is required to be 
more conclusive.
Boot camp
Another individual approach to conduct problems, known as ‘boot camp’, involves 
sending the individual to a residential site to experience military style regimes. Some 
advocate the development of treatments outside the conventional mental health 
services (Kazdin, 1997), particularly with problems that have shown to be resistant to 
treatment. However, the evidence base that suggests that such organisations are 
ineffective in producing outcomes such as reduced arrest rates is growing
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(Stinchcomb and Terry, 2001). This example illustrates the importance of outcome 
research on treatments that may have developed intuitively.
FAMILY APPROACHES
One of the potential criticisms of individual approaches is that they only look at 
change in the child referred. Many of the theories suggest that involvement from 
others is relevant to the aetiology and maintenance of conduct problems. Family 
approaches not only address that involvement, but treatment may be beneficial to 
other family members as well as the child.
Parent management training
Description
Parent management training (PMT) developed from social learning ideas proposing 
there is something about the interactions between the child and parents that leads to 
problem behaviour developing and being sustained. PMT is carried out with parents, 
usually with very little contact between the clinician and the child. By helping parents 
learn to identify and define problematic behaviours in new ways, and providing 
' education in social learning theory and its procedures, such as positive reinforcement, 
the intervention aims to change interactional patterns so that appropriate, pro-social 
behaviour is reinforced and maladaptive behaviour is minimised (Kazdin, 1997). This 
intervention may extend to school so that consistent approaches are being used. 
Videotape modelling parent training (VMPT) is also a variation of PMT that is 
sometimes used (for example, Webster-Stratton, 1994).
Effectiveness
Bresten and Eyberg (1998) developed a set of criteria from a number of sources 
including the Chambless criteria for well-established and effective treatments 
(Lonigan, Elbert and Johnson, 1998). They compared 82 outcome studies regarding 
the effectiveness of psychosocial interventions for children with conduct problems
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against these criteria. They concluded that two treatments had the most supporting 
evidence in addition to adhering to the specified criteria - PMT and VMPT. The 
studies reviewed found that these methods produced superior results to those 
following no treatment, or other types of treatment including psychodynamic or client 
centred therapy.
Dishion (1984; unpublished manuscript cited in Patterson, Dishion and Chamberlain,
1993) found that a number of characteristics predicted the effectiveness of the 
outcome of PMT. These included deviance of behaviour at baseline and family chaos, 
but the strongest predictor was the child’s age. Clinical improvement after PMT to 
within the normal range had occurred in 63.2% of the younger children (aged three to 
six and a half years) but only 26.9% of the older ones (aged six and a half to twelve 
years). This suggests that the earlier the intervention, the better the outcome.
There is some evidence that the effects of PMT remain in the long term. Long, 
Forehand, Wierson and Morgan (1994) carried out a longitudinal study 14 years after 
parent training had been attended. The children were now functioning as well as a 
control sample of young adults in the community who had not had input from PMT. 
The areas studied included delinquency, emotional adjustment and academic 
performance. Although it is difficult to be sure that this is due to the PMT, Olweus 
(1979) carried out a review of sixteen studies of aggressive reaction patterns which 
were carried out over periods of between two and seventeen years. Aggressive 
reactions patterns were found to be stable over time, which suggests that the 
improvements found by Long et al. could be attributed to the PMT.
Conclusions
Although there seems to be much evidence supporting the effectiveness of PMT 
programmes, the research tends to compare it with individual or no treatment control 
groups. More recently developed treatment programmes include others in the 
treatment such as whole families or other important people in the individual's systems. 
The next two sections look at treatment that include the whole family.
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Functional family therapy
Description
Functional family therapy (FFT) is based on systemic ideas, particularly those of 
Alexander (for example Alexander and Parsons, 1973) that improving communication 
patterns within families will help decrease conduct problems. It views the problems 
as relational between the members of the system (Kazdin, 1997). All family members 
attend sessions where patterns of communication, beliefs surrounding the problems 
and patterns of reinforcement are identified (Brosnan and Carr, 2000). Therapy 
sessions aid the development of communication skills, increase positive reinforcement 
and help family members negotiate problem solving. The therapist uses techniques 
such as reffaming to reduce blaming and help externalise problems rather than 
viewing the referred individual as intrinsically bad.
Effectiveness
Alexander and Parsons (1973) randomly assigned families who were referred to their 
family clinic by the courts for juvenile offences such as truanting, shoplifting, being in 
possession of drugs or alcohol, to FFT, two comparison family treatment groups or a 
no treatment control (see also Parsons and Alexander, 1973). They found that FFT 
produced significant change in all three measures of family interaction. They also 
found that FFT led to reduced rates of recidivism at follow up compared with other 
forms of family therapy or no professional involvement. Importantly, this study 
included those who dropped out of treatment, showing that treatment seems to be 
effective even if it is not completed. This procedure is further discussed later.
In a follow up to this study, Klein, Alexander and Parsons (1977) found a significant 
result in what they termed a primary level of prevention. Forty percent of the siblings 
of the individuals with conduct problems who received no treatment had appeared in 
court as a result of conduct problems up to three and a half years later. These figures 
were 59 percent and 63 percent for the two other treatment conditions, but only 20 
percent for the FFT programme. If we assume that reduced court appearances are a
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measure of reduced conduct problems, an additional level of effectiveness of FFT can 
be drawn from this finding given that improvements are found in the siblings as well 
as the referred individuals.
Conclusions
These findings suggest that intervention with the system surrounding the individual 
exhibiting conduct problems is likely to be more useful than individual intervention 
alone. Although change may occur through individual treatment, Klein et al. (1977) 
propose that relapse is risked if the system is not included. However, the authors did 
not include an individual intervention as a comparison group, which would have been 
useful in considering this idea. These studies also suggest that simply including the 
family is not sufficient as the comparison treatment groups were family based and did 
not achieve the same levels of recidivism and improved family interaction as FFT. 
Klein et al. conclude that focusing on changing the patterns of family interaction is the 
most useful way of dealing with conduct problems.
Multiple-family groups
Description
Keiley (2002) highlights the importance of attachment relationships between parents 
and children with conduct problems. She suggests that difficulties with managing 
negative affect in relationships are common in the presence of conduct problems. 
Keiley and colleagues used a multiple family group intervention (MFGI; Keiley,
2002) where a number of families attend each group to aid greater awareness of 
interactional processes and begin to shift patterns that had formed. Strategies such as 
role-play and coaching from other group members aim to decrease the cycles of 
negative affect and change internal models of the relationships to enable parents and 
adolescents to reconnect. Bringing a number of families together is thought to enable 
them to learn from each other and aids recognition of their own situations by seeing 
some of themselves in others (Asen, 2002).
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Effectiveness
MFGIs have been found to be effective for adults (see McDonell and Dyck, 2004, for 
a review) but very few studies have examined the efficacy for childhood problems.
An unpublished study (Keiley et al. 2000, cited in Keiley, 2002) suggested that the 
intervention was effective in decreasing the problem behaviours as well as being 
found to be meaningful to the participants. McKay, Harrison, Gonzales, Kim and 
Quintana (2002) found that families attended the MFGI an average of seven times 
over the 16 week period that was studied in comparison to a mean four sessions of 
family therapy attended and three of individual psychotherapy. They conclude that 
this is important because attendance to MFGIs has been shown by previous studies to 
"be related to positive outcomes, but that further research is required to examine what a 
sufficient number of sessions would be.
Conclusions
This is an intervention that appears to show promise, but little research has examined 
outcomes for children with conduct problems. Further investigation seems highly 
important to look at whom this treatment would benefit. Although there is evidence 
that family approaches are effective in reducing conduct problems, it seems intuitive 
to me that each of the theories about the development and maintenance of conduct 
problems are likely to have some merit. This leads me to wonder whether including 
both individual and family approaches in interventions would be effective.
OTHER APPROACHES
In reading for this essay, I found that most of the research about the efficacy of 
treatments for conduct problems has taken place in the USA. In a meta-analysis of 
family interventions for conduct disorder, Woolfenden, Williams and Peat (2002) 
found only one out of the eight studies was not conducted in the USA. While it is a 
large country with a huge diversity of sociocultural backgrounds, very little research 
has focused on diversity in the analysis of the interventions. The next section 
discusses multi-systemic therapy (MST) which provides a highly individualised
59
Children and young people essay
package of treatment. This seems most amenable to considering issues of diversity 
when devising the best intervention for the client.
Multi-systemic therapy
Description
Multi-systemic therapy (MST) is also based on the principles of systemic theory. In 
addition to including the main system that children are usually part of, the family,
MST incorporates other important systems, such as school, community, religious 
community, peers and so on. A limitation of some family approaches is that the 
family is focused on exclusively, so individual characteristics and extra-familial 
factors are not recognised. This means that therapists may not be familiar with non- 
systemic interventions. Henggeler and Borduin (1990) argue that such approaches 
may still be usefiil within a family therapy approach to treatment and have pioneered 
the development of the multi-systemic model to treat conduct problems. The model 
promotes the idea that a large range of factors may contribute to the conduct 
problems, for example marital difficulties may prevent parents from functioning as 
competently as they could as parents. MST carefully assesses the needs of each 
system and the package of interventions that is offered, which may include working 
with the individual, family and/or other systems, is designed to fit those needs.
Effectiveness
A  number of studies examining the effectiveness of MST particularly concentrate on 
delinquency (for example, Henggeler, Melton and Smith, 1992). As mentioned 
previously, a history of criminal activity in adolescence is one of the main predictors 
of arrest for crime as an adult, as is the diagnosis of a conduct disorder (Weisz et al., 
1991). Finding an intervention that is efficacious in reducing delinquency rates may 
have far reaching effects in society. Brosnan and Carr (2000) reviewed six outcome 
studies that evaluated the effects of MST when compared with routine alternatives 
such as probationary contact or community services. They found that those who used 
MST showed greater improvement than the control group in terms of parent reports.
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self report and recidivism rates as well as improvements in the parents’ psychological 
functioning in two of the studies. Borduin et al. (1995) compared MST with 
individual therapy for a group of juvenile offenders. By using numerous outcome 
measures, they found that MST had a positive effect on many aspects of the families’ 
lives including decreased behavioural problems, decreased parental symptomatology, 
improved familial relationships and reduced re-arrest rates up to four years later.
They also found that the effects were not moderated by demographic variables such as 
race, gender and social class, which they concluded suggests that MST is equally 
effective with people from a diversity of backgrounds. However, 70 percent of the 
youths in this study were White American and 30 percent were African American, 
covering only two ethnicities. In addition, the majority came from a lower 
socioeconomic group, again suggesting that the diversity of those included was 
limited. Although it is extremely important to have begun to look at diversity issues in 
the effectiveness of MST, this issue requires further study.
Mann, Borduin, Henggeler and Blaske (1990) compared MST for a group of youths 
with a delinquent history, with individual therapy and a non-conduct problem control 
group. They examined the systemic assumption that cross-generational coalitions are 
related to child psychopathology by investigating the triadic relationships between the 
adolescent and his or her two parents. The study makes no mention of siblings, which 
seems surprising in an investigation into systemic concepts where the whole system is 
usually assumed to be important. However some interesting results were found about 
the relationships between the parents and the adolescent, for example that the parents 
of the well-adjusted adolescents tended to show less conflict and more support 
towards each other. They conclude that it may be important for both parents to be 
involved in MST. They found that decreased conflict and increased support within the 
marital relationship (as worked on in MST) was related to decreased symptomatology 
in both the adolescents and the fathers. This provides support for the effectiveness of 
MST for delinquency, one of the most difficult conduct problems.
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Conclusion
This intervention shows a lot of promise for a wider range of people although further 
research is required regarding those children whose conduct problems do not enter 
them into the criminal justice system (Woolfenden et al., 2002). As the intervention is 
highly individualised, it is more able to deal flexibly with diversity of cultural contexts 
both between systems and within them. A few studies (Henggeler, Melton and Smith, 
1992; Borduin et al., 1995) found that the effectiveness of MST was not moderated by 
demographic variables such as ethnicity, social class, gender and incarceration history. 
This may reflect the flexibility of the model, suggesting that it is more able to provide 
the treatment that best suits the individual and their surrounding systems.
CONSIDERATIONS OF RESEARCH
The above discussion has looked at the evidence for some promising treatments for 
conduct problems, but there are some issues that have not been mentioned previously. 
Firstly, the efficacy/effectiveness debate is relevant. Efficacy studies are scientifically 
rigorous, being careful to isolate the variable under examination and control for 
extraneous variables. However, they may not represent the results of treatment in 
clinical practice (effectiveness studies), given that a more eclectic approach to therapy 
is often required due to the inevitable extraneous variables. Szapocznik et al. (1989) 
did not include data from those who completed less than 12 sessions of PSST. To 
exclude those results would inform us only of the effect size for those who complete 
treatment. In clinics, attrition occurs and it seems important not to rely solely on 
research that may show elevated results by including completion data only. Exclusion 
criteria, such as no history of learning disability or two parent families only 
(Szapocznik et ah), are also commonly used in efficacy studies to make the sample 
homogenous. This also means that generalising to a larger population should only be 
done with caution.
In addition to including drop out data in research, van de Wiel, Matthys, Cohen- 
Kettenix and van Engeland (2002) suggest that efficacy research should study more 
complex clients to narrow the gap between the two modes of research. Much research
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excludes those with a co-morbid diagnosis, which is again a common theme in the real 
world. See van de Wiel et al. for further discussion.
Another limitation of research is that statistical significance is usually reported 
(whether there has been enough change to be attributed to the treatment with any 
statistical confidence) but it is clinical significance that refers to the change actually 
experienced by the people involved (Kazdin, 1997). To achieve this, research could 
look at whether the functioning of the clients is moved into the normal range of 
functioning (for example. Long et al., 1994). Kazdin (1997) also suggests that more 
longitudinal research is necessary to look at the lasting effects of treatment.
CONCLUSIONS
The treatments with the best evidence base have been discussed and issues about 
research that need to be considered when interpreting results have been emphasised. 
While each intervention has merits, some of the most encouraging evidence has been 
for combined treatments such as MST. Although research cannot yet tell us if such 
treatments are superior to the one most effective component of the package (Kazdin, 
1997), this suggests that tailoring the intervention to the particular client is extremely 
helpful in treating conduct problems. The scope of the essay has not allowed a 
discussion of the practicalities of carrying out interventions such as cost, but in theory 
it may be that conduct problems in children are best dealt with by a combination of 
individual and family approaches.
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OLDER PEOPLE ESSAY
What factors (for example ethical issues around 
sharing the diagnosis and the emotional experience of 
adjusting to the diagnosis and so on) do we need to 
take into account in the assessment of suspected 
Alzheimer’s Dementia and what methods of 
assessment have proved helpful?
August 2005 
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INTRODUCTION
The Alzheimer’s Society (n.d.^) estimates that one in twenty people over 65 and a fifth 
of those over 80 are affected by dementia, 55 percent of whom have dementia of the 
Alzheimer’s type (DAT). Family, friends and carers, as well as those with the 
diagnosis, are hugely affected by the disease and professionals responsible for its 
assessment must be careful and sensitive in their approach. There is not scope in this 
essay to discuss all factors that may be relevant in the assessment of suspected DAT 
as the list is long and varies according to the client, their circumstances and their 
needs. will consider the most pertinent factors during the initial stages of 
assessment, concentrating on the interesting ethical dilemmas rather than the practical 
aspects of data gathering. I will focus on the factors directly related to the individual 
with suspected DAT, although factors regarding carers are equally as important.
Again, this is simply due to the length of the essay. Following this, the methods of 
assessment that have proved helpful will be discussed. Again, it is important to note 
that there are methods that are not discussed, but those most appropriate in relation to 
the factors previously mentioned will be presented. This question asks about DAT 
specifically, and although many of the factors and methods of assessment discussed 
are relevant to other types of dementia, DAT will be focussed on and issues 
specifically related to other types of dementia will not be covered.
F will refer to the people being assessed for DAT as ‘clients’ as a way of 
distinguishing them from the people who are the ‘carers’ (including families and 
fnends) and those who carry out the assessments, the ‘clinicians’.
My stance
My training in clinical psychology and my personal experience of people with DAT 
leads me to favour a person-centred approach (see Kitwood, 1997, for person-centred 
approaches in dementia). I also consider that my relatively young age may allow me 
to feel distanced from the prospect of coping with DAT. As an older person, nearer to
 ^I have chosen to write this in the first person, to aid the reader’s understanding o f my stance on the 
issues being discussed.
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the potential for DAT, I may have written a different account of the issues. I will 
reflect on how I believe my personal biases affect my writing throughout. I have not 
had a placement working with older people and this has felt like a disadvantage when 
writing about a disease that is most commonly found in older people. Where I might 
draw on my knowledge of how systems work in older people’s services in the 
National Health Service (NHS), or the experiences of clients who have faced an 
assessment for DAT, I have had to rely on the literature. Although I have drawn on 
my experience of neuropsychological assessment for other neurological problems, I 
am surprised how my lack of experience in older people services has made this feel 
difficult, and wonder whether it reflects the need for clinical experience and 
judgement in addressing these issues.
What is DAT?
DAT is a neurodegenerative disease caused by biological changes of the brain. These 
may include atrophy (such as enlarged ventricles), neuritic plaques and neurofibrillary 
tangles (see Jacques, 1992, for further explanation). Onset is gradual (unlike vascular 
dementia, which is associated with sudden onset), and the prodromal (pre-diagnostic) 
phase can be up to 20 years (Morris & Worsley, 2003). Although there is great 
heterogeneity of impairments, certain features are common. Memory impairment is 
often the first difficulty to be noticed (Wilcock & Skoog, 1999), as well as language 
impairments such as word retrieval. Visuo-spatial, attentional and executive 
difficulties are also features. Impairments are progressive so people with late stage 
DAT may have no memory for day to day events or may not even recognise their 
families, and they may have language difficulties to the extent of becoming mute 
(Morris & Worsley, 2003). The majority of assessments are in the early or middle 
stages as the client or others begin to notice difficulties in functioning.
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FACTORS TO TAKE INTO ACCOUNT 
Capacity to consent to assessment
The emphasis of literature is often on consenting to treatment or consenting to take 
part in research. The reason I will discuss this first, is that the client should first be 
asked for consent to the assessment itself. This is a particular issue with DAT as the 
clients may be brought to the attention of services through their carers’ concerns 
rather than their own. Although discussion about how the assessment will proceed 
and what it will entail should take place (requirements for consent are discussed 
below), it could be argued that clients in adult services who attend assessment sessions 
are consenting to the assessnient by attending (Astell, 2004), This cannot be assumed 
about the person with DAT who is brought by another person. The cognitive 
impairments inherent in DAT may also reduce capacity to consent.
To have the capacity to consent, a client must be provided with information and be 
able to understand and manipulate the information rationally to come to, and 
communicate, a decision that has been made on a voluntary, non-coercive basis 
(Department for Constitutional Affairs, DCA, 2005). It is important to recognise that 
seemingly unwise decisions are not an indication of lacking capacity (Caralis, 1994) 
and equally the clinician is not authorised to treat or assess a person if they consent to 
it but are judged incapable of making that decision. There is no overall assessment of 
capacity as a judgement should be made in relation to each situation in which consent 
is required (DCA, 2005). The client may no longer have the ability to manage 
financial issues but still have the capacity to make decisions about healthcare. Some 
argue that assessment of capacity should be repeated at different times in different 
settings to ensure the client has capacity (Caralis, 1994). However, there is an 
argument that clients with DAT may have the capacity to make the decision during 
intermittent periods, even if their cognitive abilities decline at other times, such as 
when fatigued (Post & Whitehouse, 1995).
It seems important that the capacity to consent to assessment is ascertained before 
assessment is carried out (for example through pre-diagnostic counselling, discussed
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below). If the client is judged incapable of consenting to assessment, a proxy 
decision-maker must make the decision based on the client’s best interests and their 
knowledge about what the client would have wanted (Caralis, 1994). In some cases 
the client may have identified a proxy decision-maker in an advance directive. An 
advance directive also allows the client to make decisions about their future healthcare 
while they still have the capacity to make decisions (Vollmann, 2001). However, a 
client is only likely to have made an advance directive if they are aware of the 
cognitive deterioration that they face, so will not have done so before assessment.
This is an argument, however, for discussing the diagnosis with clients, so they can 
consider making an advance directive (discussed below).
Sharing the diagnosis
There is debate in the literature about the merits and disadvantages of sharing the 
diagnosis of DAT with the client. It is important to consider whether the client would 
want to know if they had probable DAT prior to the assessment taking place.
Uncertainty o f  diagnosis
There is no way of diagnosing DAT for certain without either a post mortem (after the 
person has died), or a brain biopsy, which is very rare (Alzheimer’s Society, 2000^). 
This diagnostic uncertainty and potential unnecessary distress has been cited as a 
reason clinicians give against disclosing the diagnosis to clients (Jha et al., 2001). 
However, many have concluded that diagnostic criteria are successful in diagnosing 
DAT (ascertained after death) and that this should reduce concern about unduly 
upsetting people through misdiagnosis (Kukull et al., 1990; Meyers, 1997).
Treatment possibilities
One of the main reasons that clinicians began to share cancer diagnoses was the 
availability of treatment such as chemotherapy and radiation therapy that could 
improve the prognosis of the disease (Drickamer & Lachs, 1992). The disadvantages 
of disclosing the diagnosis were outweighed by the possibility for informed consent to
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start treatment. However, there is no treatment yet available to stop or reverse the 
course of DAT. There are medications that can slow the progression of the disease, 
improving memory or delaying memory loss (Alzheimer’s Society, n.d.^). Although 
they cannot halt the disease, it could be argued that the ability to provide informed 
consent to commence medications that prolong quality of life is an advantage of 
knowing the diagnosis of DAT. However, the availability of such medications is 
currently under review by the National Institute for Health and Clinical Excellence 
(NICE 2005). It is possible that the use of four medications for DAT will be restricted 
due to insufficient evidence of efficacy to justify the cost to the NHS (BBC News, 
2005). Other treatments such as psychological therapies may also be offered (Woods 
& Bird, 1999), and it may be that these would not be accessible without an 
understanding that the cognitive impairments are due to DAT.
Planning for the future
Another argument for sharing the diagnosis is that those in early stages then have time 
to prepare for the future, in terms of financial and legal planning (such as advance 
directives ahout their care), personal planning (such as taking a special holiday) and 
having time to come to terms with the difficulties they are likely to experience 
(Pinner, 2000). Early detection and disclosure are needed to allow for future planning 
as it may be less feasible as the disease progresses.
Clients ’ desire to know
This is an issue about which empirical evidence has only recently begun to gather. 
Research and clinical observation suggests that carers often do not want clients to be 
informed of their diagnosis (Maguire et al., 1996; Drickamer & Lachs, 1992). Downs 
et al. (2002) found that general practitioners (GPs) give more information about the 
cause, symptoms and prognosis of dementia to carers than clients, to whom the 
difficulties tend to be framed as part of ageing. However, the evidence suggests that 
clients themselves tend to want to know the diagnosis. The carers in Maguire et a/.’s 
study would want to know if they were the client. Pratt ^ d  Wilkinson (2001) found
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that withholding the diagnosis had been a source of distress for some participants, who 
were left feeling depressed through not knowing what was wrong with them.
Jha et al. (2001) sent assessment letters to two groups of people over 65 years old, one 
with dementia diagnoses and the other with depression diagnoses. Most people 
thought it was a good idea to read their diagnosis, but a quarter of the clients with 
dementia found some aspect of the letter upsetting. Almost 90 percent of the clients 
with DAT felt pessimistic afterwards. The researchers could not draw conclusions 
about whether it was the diagnosis or the clinical summary that led to pessimistic 
feelings. The letters were written before the study was planned, so the clinicians did 
not know that the clients would see them. It could be argued that if  they had known, a 
more positive slant could have been put on the tone of the letters by including 
treatment possibilities, offers of further information and support and in the language 
used. This might have decreased the pessimism felt by the clients while still 
disclosing the diagnosis. Giving the diagnosis in person rather than by letter might 
also have reduced the distress clients felt. The majority of participants with DAT 
required help from a friend or relative to complete the questionnaire, and as the degree 
of help is unknown, these results should be interpreted with caution. Despite feelings 
of pessimism and some aspects being upsetting, the clients still wanted to know their 
diagnoses, and the authors conclude that “there is no general justification for 
withholding the diagnosis from patients”.
Although the results of Jha et a/.’s (2001) research may need to be interpreted with 
caution, they are supported by the results of Holroyd et al. (1996). They found that 
79.5 percent of healthy older people would want to know the diagnosis and an 
additional 10.9 percent were not sure, so only 9.6 percent would not want to know. 
Again they found more people would want to know if they were the client than would 
want their spouse (as the client) to be told (65.7 percent). The research suggests that 
most people would want to know, but that there are a minority who would not. This 
demonstrates the importance of pre-diagnostic counselling.
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Pre-diagnostic counselling
Williams (2002; 2004) describes the use of pre-diagnostic counselling to enable 
clients to express their wishes about knowing the diagnosis prior to the assessment. 
This involves discussion around the reason for referral, the assessment content and 
process, the potential outcomes such as a diagnosis or uncertainty around the 
difficulties, the implications of having a diagnosis of DAT and the amount of 
information the client wants to be given themselves or to others such as carers. Many 
of the implications of having a diagnosis have been discussed above, such as the 
ability to plan for the future and consider treatments. One that there is not the space to 
discuss fully is the affect a diagnosis has on a person’s legal rights to drive 
(Drachman, 1988). The Driver and Vehicle Licensing Agency (DYLA) should be 
informed by law if a diagnosis of DAT is received and may then contact the person’s 
doctor to ascertain if they are safe to drive (Alzheimer’s Society, 2000^). Pre­
diagnostic counselling ensures that clients are giving informed consent to the 
assessment or enabled to refuse consent and allows for individual variation in clients’ 
wishes about how the potential for a diagnosis for DAT is addressed and whether they 
are informed of the diagnosis.
Giving the diagnosis
My inclination towards person centred approaches and sense of a person’s right to 
know the truth may have affected my interpretation of this literature. However, it 
seems fair to conclude that the literature is generally in favour of disclosing DAT 
diagnoses and early diagnosis is recommended by the National Service Framework for 
Older People (Department of Health, 2001). Pinner (2000) highlights that these 
arguments are relevant for those in the early stages of DAT, who still have the 
capacity to make use of the benefits of knowing the diagnosis. However, disclosure to 
the client during later stages of DAT may not provide the same opportunities, 
concluding that disclosure to carers only is more appropriate. Disclosure should be 
thought of as a process rather than a single event so the client and carers can access 
the information at the speed that suits them (Pratt & Wilkinson, 2001). It may also 
help people adjust to the diagnosis.
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Non-diagnostic merits o f  assessment
Although debate may continue about the merits of sharing the diagnosis, it is also 
important to think about the reasons for carrying out assessments beyond ascertaining 
a diagnosis. From my own experience, a neuropsychological assessment may not 
elicit certainty about the cause of difficulties, but it can still explore the cognitive 
difficulties and strengths a person has. This can lead to usefiil work about strategies to 
employ to aid failing memory or greater understanding of visuo-spatial difficulties a 
person might be experiencing and the changes in the environment that could minimise 
these problems (Woods & Bird, 1999).
Emotional adjustment to the diagnosis
The experience of coping with the early stages of DAT in individuals with DAT has 
only recently been a focus of study. This is an important factor when approaching 
assessment. Knowledge of the coping strategies commonly adopted by people with 
DAT may be useful for considering possible responses to being given a diagnosis. In 
addition, clients are likely to have an awareness of their progressing difficulties with 
or without a diagnosis (Maguire et al., 1996) so coping strategies may already be in 
use prior to the assessment.
Clare (2003) suggests that responses lie on a continuum between self-maintaining and 
self-adjusting. A self-maintaining response attempts to maintain the person’s sense of 
self by minimising difficulties and normalising their experiences. This may be done 
by considering impairments as normal for his or her age and describing them as minor 
or unimportant. A self-adjusting stance is an attempt to adjust one’s sense of self to 
include the difficulties. Clare believes that five processes are experienced although 
not necessarily in order. These are registering the changes, reacting to them, 
explaining them, experiencing the emotional impact and adjusting to the change. This 
seems a useful way to consider the range of emotional responses. It has important 
clinical implications as the method of disclosing a diagnosis could affect the types of 
responses elicited. A blunt disclosure could, for example, elicit self-maintaining 
responses that look like denial.
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Bahro et al. (1995) suggest that denial is a common coping defence used to maintain 
sense of worth and defend against the threat posed by the disease. Although they had 
a small sample size and the study describes clients’ experiences rather than providing 
generalisable theories, only one client did not use some degree of denial to cope with 
their diagnosis. Although it is important to recognise that the organic aspect of the 
disease may contribute to a reduction in awareness of its implications, denial seems to 
be an important psychological factor to consider when assessing for DAT. Bahro et 
al. suggest a supportive approach that encourages the client to share their feelings and 
focuses on retained skills is most helpful. This would be essential during the process 
of disclosing the diagnosis. Bahro et al. also point out that the client who did not use 
denial, seemed to be going through a mourning process for her old self. This is 
importait to recognise that the acceptance of the diagnosis may be accompanied by 
feelings of grief.
Husband (2000) found that some unhelpful strategies were adopted, such as social 
withdrawal and hypervigilance for cognitive difficulties, as a result of concerns about 
the social stigma of dementia and becoming incompetent. This suggests that a 
normalising and honest approach to assessment may be helpful. It also has 
implications for the process of disclosure in considering self esteem issues. Clare 
(2002) found that a sense of being “useful” and in having something to offer was often 
sought after through becoming involved in research. There are a number of issues in 
taking part in research, such as informed consent (see above), but it appears that some 
positive effects on self worth may be gained through involvement in research.
Cultural variation
Another important factor to consider when approaching assessment for suspected 
DAT is the cultural variation in the understanding of DAT and the ways in which the 
impairments might be dealt with. Adamson (2001) suggests that dementia is not 
widely known about, but that this may be exacerbated in minority groups. She found 
that many South Asian carers of people with dementia (in her study in the United 
Kingdom) did not use recognised terms such as dementia or Alzheimer’s disease and 
had not heard of dementia prior to the diagnosis in the person they were caring for.
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She also found that African/Caribbean and South Asian carers commonly attributed 
dementia to an external cause such as medication, environmental factors or major life 
events. One carer suggested that this lack of knowledge led her family to understand 
dementia using religious beliefs including punishment from God for encouraging 
another family member to leave an abusive marriage. My own cultural beliefs, such 
as in not blaming the individual for illness, may affect how I understand such ideas. 
However, this seems to imply that awareness of dementia as an organic disease should 
be raised, particularly with some minority groups, to reduce blame on the individual. 
Lack of understanding may reduce the likelihood that a client is brought to the 
attention of services if other explanations are made for their behaviours and 
impairments. If someone is brought for assessment, attention should be paid to the 
carers’ understanding of their difficulties.
In describing a case study of a Japanese Canadian nisei (second-generation) headed 
family. Smith and Kobayashi (2002) highlighted how numerous factors, including 
knowledge of the client’s history, and degree of adherence to traditional Japanese 
Canadian (issei) values, led to variations in family members’ understanding of the 
client’s symptoms. Shame (haji) plays a part in the issei values and was particularly 
relevant in this case. A diagnosis of depression would be shameful for the family (as 
some believed they would be to blame for neglecting the client’s needs) whereas 
DAT, as an organic disease, would provide an explanation that would not bring 
shame. Although this is a single case it emphasises a wider sense of the need to 
consider how cultural values may affect the client and carers’ responses to an 
assessment or diagnosis of DAT.
Differential diagnoses
There are a number of potential differential diagnoses when assessing for DAT 
(McLoughlin & Levy, 1996). A very common clinical question is whether cognitive 
impairments are due to depression or dementia. In addition, other types of dementia, 
such as vascular dementia and frontal lobe dementia, normal ageing and amnesic 
syndromes such as Wemicke-Korsakoff syndrome, which is usually a result of 
thiamine deficiency due to chronic alcohol abuse, are differential diagnoses to be
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considered when assessing for suspected DAT. The potential for differential 
diagnoses is an important factor to consider when assessing for suspected DAT and . 
will be further considered when discussing methods of assessment.
Information needed for assessment
In the sections above, I have focused on ethical factors to consider when assessing for 
suspected DAT. I will now briefly describe the more practical issue of the 
information required to carry out an assessment for DAT.
Neuropsychological assessment
To carry out an accurate neuropsychological assessment for suspected DAT a number 
of areas must be assessed. It is important to have an idea of the client’s premorbid 
functioning, so degree of change can be estimated. The domains of current functioning 
that should be assessed according to diagnostic criteria such as those of the Diagnostic 
and Statistical Manual of Mental Disorders, fourth edition (DSM-IV; American 
Psychiatric Association, 1994) include memory, language, visuo-perception, apraxia, 
problem solving, attention, orientation and functional abilities. Clients’ and carers’ 
reports about current difficulties are also essential.
Other assessments
Medical history and status should be assessed to ensure the symptoms are not caused 
by a medical condition. For example, a head injury or stroke could cause symptoms 
that mimic dementia (Wilcock & Skoog, 1999). In addition, medication, depression, 
anxiety and alcohol or drug use can lead to cognitive difficulties. These all need to be 
considered. Neuroimaging tests such as computerised tomography (CT) and magnetic 
resonance imaging (MRI) may also be used to look at whether organic changes in the 
brain are occurring (Jobst et al., 1999).
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Other factors
There are numerous other important factors that space does not allow me to discuss 
here. Some have been mentioned above. Another is the potential for suicide on 
disclosure of the diagnosis of DAT that some research has uncovered. Holroyd et al. 
(1996) found that three percent of those healthy older people who would wish to be 
told the diagnosis cited the ability to consider suicide as a reason. This is an issue that 
requires further research. In addition, I have not been able to cover additional factors 
related to carers (see Gilliard & Rabins, 1999, for a synopsis of these issues) which 
are very important when assessing for DAT.
METHODS OF ASSESSMENT 
Neuropsychological assessment
The Mini-Mental State Examination (MMSE; Folstein et al., 1975) is the most 
commonly used screening tool for dementia. It measures six aspects of cognitive 
functioning and a score of 24 or below out of 30 is often taken as a global indication 
of cognitive deficits (Fischer et al., 2004). It has been found to be effective in 
distinguishing those with moderate or severe difficulties from control groups, but less 
so for those with mild difficulties. Addenbrooke’s Cognitive Examination (ACE; 
Mathuranath et al., 2000) has proved helpful by being sensitive to mild dementia 
(greater sensitivity than the MMSE) as well as distinguishing between DAT and 
ffontotemporal dementia (Fischer et al., 2004). The CAMCOG, the cognitive section 
of the Cambridge Mental Disorders of the Elderly Examination (CAMDEX; Roth et 
al., 1986), is a longer instrument often used in the assessment of dementia. However, 
the lack of norms based on age and education is a drawback of this method. In 
addition to these there are a number of instruments that assess for DAT specifically, 
such as the Alzheimer Disease Assessment Scale (ADAS; Rosen et al., 1984) and the 
DAT Inventory (DATI; Cummings & Benson, 1986). Although it may not identify 
those with atypical DAT, or those whose dementia rises from two disorders, the DATI 
is effective in recognising whether dementia symptoms are due to DAT in most 
people (Cummings & Benson, 1986).
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There are numerous well studied assessment methods with good reliability and 
validity that can be used to carry out a full neuropsychological assessment. These 
include the Wechsler Memory Scale (third edition) (WMS-III; Wechsler, 1997) to 
investigate memory deficits, the Controlled Oral Word Association test (in Spreen & 
Strauss, 1991) which measures verbal fluency and the Visual Object and Space 
Perception Battery (Warrington & James, 1991) that examines visuospatial deficits. 
The extent of this essay does not allow me to go into detail and it seems more 
important to discuss the assessment methods that have proved helpful in considering 
the ethical factors described above. Further discussion can be found in Lezak et al. 
(2004).
Clinical interview and observation
The main assessment method that would be helpful in considering many of the issues 
considered above is clinical interview. Williams (2002) sets out the important issues 
to be covered when considering clients’ wishes for how much information they or 
their carers are given. Her methods also allow for the refusal of consent to assessment 
for DAT. An additional method that she advocates is the use of clinical observation. 
She suggests that continual explanations for the difficulties in testing such as normal 
ageing or recent stressors may indicate that the client is not ready to deal with a 
diagnosis of DAT. This needs to be checked out with the client, but clinical 
observation may also be a useful tool in considering issues around sharing the 
diagnosis.
For some of the factors discussed ahove clinical interview and observation seem the 
most helpful method of considering the factor. The quality of the interview should 
therefore be considered. McWalter (1997) points out that the quality of information 
gathered is rarely discussed in the literature and believes in using a number of sources 
such as the client, carers and observation as well as standardised assessment tools. 
Nolan and Caldock (1996) present a framework of the principles of good assessment. 
Their benchmarks include involving and empowering the client and carers in the 
assessment, being interested, sensitive, honest with them and considering social and
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emotional needs. This is a useful framework to ensure the clinical interview is of 
good quality and helpful.
Cultural variation
The cultural variation in understanding of DAT was considered above. In addition to 
this, Jitapunkul et al. (1996) highlight the cultural variation in the effectiveness of 
standardised assessments. Many screening tools require a certain level of education 
and literacy and they suggest that the MMSE can result in false-positive indications of 
dementia in populations with lower literacy and education levels. They developed the 
Chula Mental Test (CMT) by selecting screening items that do not require literacy and 
compared it with two screening tools across a number of populations in Thailand.
They found the two western screening tools required low cut off points to detect 
dementia. This suggests that they were too difficult for the population. The CMT 
performed in the same ranges as the western tools do in western countries, indicating 
that it was the right level of difficulty. They also established high validity and 
reliability. Although they point out that it was developed for Thai populations, it may 
also be useful in other populations who have similar literacy and educational levels. 
This illustrates how issues of cultural variation and particularly the effect of lower 
educational levels are beginning to be addressed in the literature about the assessment 
of dementia (see also Prince et al. 2003).
Differential diagnoses
Neuropsychological assessment can be an efficient way of distinguishing between 
differential diagnoses. Depression versus dementia is a common clinical question. 
Those with depression may experience greater deficits than test performance 
indicates, compared to those with DAT and not depressed, and those difficulties tend 
to be with attention, concentration and psychomotor slowing (Bucks & Loewenstein, 
1999). There are also tools being developed to differentiate between different types of 
dementia. De Deyn et al. (2005) suggested that diagnostic criteria did not distinguish 
between DAT and frontotempotal dementia (FTD), despite having different cognitive, 
behavioural and prognostic features. They developed a tool to assess for FTD that
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reliably succeeds in making this distinction. Although they suggest that further 
validation is required, this illustrates the development of standardised assessments to 
distinguish between differential diagnoses.
CONCLUSIONS
There are many factors that should be taken into account in the assessment of 
suspected DAT. The ethical and moral issues that are most relevant to most people 
have been discussed in the greatest detail, including capacity to consent to assessment, 
issues around sharing the diagnosis, emotional adjustment to the diagnosis, cultural 
variation and differential diagnoses. I also touched on the information required to 
carry out a diagnosis, but this is considered in greater detail elsewhere (Lezak et al., 
2004). There are numerous further factors that there was not the space to consider 
here, such as the impact of the diagnosis on driving rights, needs of carers and 
involvement in research, but that are equally as important when assessing for DAT. 
The assessment methods that have proved helpful in relation to the factors discussed 
were presented. This highlighted that methods are still being developed to assess and 
consider the numerous factors that we need to take into account in the assessment of 
suspected DAT.
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Summaries of clinical placements
ADULT MENTAL HEALTH PLACEMENT SUMMARY 
Dates: 15*^  October 2003 -  26* March 2004
Trust: South West London and St George’s Mental Health NHS Trust
Base: Community Mental Health Team (CMHT)
Presenting difficulties: Presenting difficulties included a phobia of being unable to 
access a toilet, eating difficulties, panic attacks, anxiety, schizophrenia, depression, 
suicidal thoughts, self harm, low self esteem, memory problems, bipolar disorder and 
dyspraxia.
Assessments: Assessments included interviews and use of standardised measures 
including the BDI-II, BAI, Eating Attitudes Test, NART, WMS-III and WAIS-III. 
Interventions: The cognitive behavioural model was used predominantly in both 
individual work and in a psycho-educational living skills group (carried out with 
nursing staff). Psychodynamic concepts were used to explore ideas in supervision. 
Other experience: Designed an audit and carried out interviews to evaluate the 
living skills group on the inpatient ward attached to the CMHT.
PEOPLE WITH LEARNING DISABILITIES PLACEMENT SUMMARY 
Dates: 7* April 2004 -  24* September 2004
Trust: West Kent NHS Trust
Base: Community Learning Disabilities Team
Presenting difficulties: Difficulties presented included challenging behaviours such 
as aggressive behaviours, urinating on the floor, inappropriate touching of female 
staff, pica, self-harm and couple difficulties.
Assessments: Assessments were carried out through interviews with the client, 
family, carers and multidisciplinary team members. In addition, observations and 
ABC charts were used. Cognitive assessments used the WASI or the WAIS. 
Interventions: Interventions were carried out within the behavioural model with 
individuals, families and carers. These included implementing behavioural guidelines 
and facilitating attendance at a social education centre.
Other experience: Consultation provided to multidisciplinary team members and 
care home staff.
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CHILDREN AND YOUNG PEOPLE PLACEMENT SUMMARY 
Dates: 13* October 2004 - 24* March 2005
Trust: Ashford and St Peter’s Hospitals NHS Trust
Base: Child and adolescent mental health service (CAMHS)
Presenting difficulties: Presenting difficulties included anxiety, anxiety related 
somatic difficulties, tics, depression, features of agoraphobia, health anxiety with 
features of OCD, ADHD, behavioural difficulties, not attending school, sibling 
relationship difficulties and learning difficulties.
Assessments: Assessments were carried out through interview with the child or 
adolescent and their families. School observations and liaison with teaching staff and 
SENCOs also informed assessments. Standardised tools used included the Spense 
Children’s Anxiety Scale, Connors Rating Scales, WISC-III, WPPSI-R and WORD. 
Interventions: Individual interventions were carried out using the cognitive 
behavioural model and narrative approaches. Family interventions took place as part 
of the family therapy team using systemic models.
Other experience: Presentation to clinical psychology department about peer 
supervision leading to the development of peer supervision groups.
SPECIALIST NEUROPSYCHOLOGY PLACEMENT SUMMARY 
Dates: 6* April 2005 -  23"'* September 2005
Trust: Surrey and Borders Partnership NHS Trust
Base: Neurological Rehabilitation Unit
Presenting difficulties: Difficulties included cognitive impairment (due to stroke, 
head injury, multiple sclerosis, schizophrenia), anxiety and depression.
Assessments: Assessments were carried out through interview and standardised 
assessments including WTAR, WAIS-III, WMS-III, AMIPB, BADS, trail making. 
Controlled Oral Word Association test. Modified Card Sorting Task, Hayling and 
Brixton Sentence Completion and Spatial Anticipations tests. Visual Object and Space 
Perception battery. Test of Everyday Attention and HADS.
Interventions: Individual interventions used cognitive strategies and CBT techniques. 
A memory group was carried out with an OT.
Other experience: Presentation of the cognitive functions of the different brain lobes 
as part of teaching for a multi-disciplinary diploma regarding stroke.
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OLDER PEOPLE PLACEMENT SUMMARY 
Dates: 12* October 2005 -24* March 2006
Trust: Surrey and Borders Partnership NHS Trust
Base: Community Mental Health Team for Older People (CMHT)
Presenting difficulties: Depression, suicidal thoughts, bereavement, memory 
difficulties, anxiety and somatic symptoms of anxiety.
Assessments: Assessments were carried out through interview with clients, families 
and carers. Standardised assessments included WASI, NART, ME AMS, Rivermead 
Behavioural Memory Scale, Camden Short Recognition Memory test. Dementia 
Rating Scale and HADS.
Interventions: Individual interventions informed by cognitive behavioural and 
narrative models. Narrative group intervention carried out in day hospital.
Other experience: Carried out a teaching seminar for psychologists on the ethical 
issues in assessing for probable Alzheimer’s disease with the psychologists working 
with older adults in the trust. Presented the narrative therapy group with a clinical 
psychologist to multi-disciplinary teaching seminar.
SPECIALIST SYSTEMIC PLACEMENT SUMMARY 
Dates: 5* April 2006-29* September 2006
Trust: South West London and St George’s Mental Health NHS Trust
Base: Community Mental Health Team (CMHT)
Presenting difficulties: Anxiety, depression, obsessional thoughts, bipolar disorder, 
borderline personality disorder, psychosis, schizoaffective disorder, chronic fatigue, 
insomnia, relationship difficulties, interpersonal difficulties and memory difficulties. 
Assessments: Assessments were carried out through interview with clients and 
families. Standardised assessments included WTAR, WAIS-III, AMIPB, Hayling and 
Brixton, BADS and VOSP.
Interventions: Individual, couple and family interventions primarily informed by 
systemic models with some cognitive behavioural input. Involved in family team 
interventions for people with psychosis and their families both as main therapist and 
reflecting team member. Co-facilitated Mind Over Mood group on inpatient ward. 
Other experience: Helped develop teaching workshops for ward staff to enable them 
to carry out the Mind Over Mood group.
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ADULT MENTAL HEALTH CASE REPORT SUMMARY
Cognitive behavioural therapy with a 34 year old woman with an eating disorder 
Presenting difficulties
Becky, a 34 year old white British woman was referred by her GP to the CMHT due 
to episodes of disorientation which were hypothesised to be panic attacks. In 
assessment, she described episodes of feeling nauseous, faint, had slurred speech and 
severe headaches which could last for three to four hours, although residual 
disorientation could continue for two days. Becky’s body mass index was 20.8, which 
is within the normal range, but she reported eating only 800 calories a day and 
exercising for two hours a day, five or six days of the week. Every attack, which 
happened about twice a month, occurred one hour after going to the gym.
Assessment
Assessment was carried out through interview, eating and exercise diaries and the 
Eating Attitudes Test (EAT-26; Gamer et al., 1982). Becky described a history of 
preoccupation with her weight as a teenage, which had re-emerged following the birth 
of her second child five years prior to the assessment. She also had two episodes of 
depression in her twenties but was not depressed now. As a child, she felt bullied by 
her father and was unfavourably compared to her brother academically. She married 
aged 31 and has two children.
Formulation
We developed a formulation together using Fairbum et a/.’s (1998) cognitive 
behavioural model of anorexia nervosa. Decreasing her dietary intake and increasing 
her exercise gave Becky a sense of control and proficiency that she had not previously 
experienced, particularly in her relationship with her parents. Her proficiency at 
exercising served to combat a sense of low self esteem, which depended on her ability 
to restrict her diet and maintain a high level of exercise. The recent trigger was her
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disgust at becoming overweight after the birth of her second child. We also 
hypothesised that Western cultural ideals about weight and body shape fed into her 
beliefs.
Intervention
Cognitive behavioural therapy (CBT) is recommended for work with anorexia 
nervosa, which Becky’s difficulties resembled (NICE, 2004). Intervention comprised 
ten sessions of motivational work and behavioural change accompanied by cognitive 
work to address the anxieties elicited. Initially motivational work helped Becky to 
consider the advantages of behavioural change. Over the next sessions, Becky 
increased her dietary intake and began to reduce how much exercise she did, the latter 
of which she found most difficult. We explored anxieties that arose over the sessions 
and wrote alternative balanced thoughts such as “if I have a bad day, it will not cancel 
out everything I have done” on cards that she could refer back to.
Outcome
Becky’s score on the EAT-26 (Gamer et al., 1998) showed a big change in her beliefs 
about eating by the end of therapy and she reported no further headache episodes. Her 
food and exercise diaries indicated an increase in eating from one or two to three 
meals a day, as well as adding healthy snacks. Her intake was now approximately 
1800 calories. She also reported a small reduction in exercise. She was satisfied with 
the changes and reported cognitive changes such as no longer being scared to eat.
Critical evaluation
I used supervision to reflect on the anxieties I brought about the difficulties in 
maintaining a collaborative relationship given the power imbalances that exist. As I 
am a slimly built woman in my mid twenties, Becky may have had beliefs about my 
ability to understand the desire to lose weight and the impact of her difficulties on 
children. It might have been useful to discuss these issues more openly. This work 
made me particularly aware of not underestimating people’s ability to change.
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PEOPLE WITH LEARNING DISABILITIES CASE REPORT SUMMARY
Behavioural intervention for the physically aggressive behaviour of a 16 year old
man with autism
Presenting difficulties
Nathan is a 16-year-old white British man, who has a diagnosis of a moderate to 
severe learning disability and autistic spectrum disorder. He was referred to the 
psychological service of a community learning disabilities team by a care manager 
with concerns about increasingly physically aggressive behaviour towards his family, 
urinating on the bathroom floor and challenging behaviours relating to getting up in 
the morning.
Assessment
Information was collected through interviews with family members, informal 
observation of the interaction between Nathan and his family, psychiatric case notes, 
discussion with Nathan’s care manager and antecedent, behaviour, consequence 
(ABC) charts completed by Nathan’s mother. We all agreed that Nathan was unable 
to understand the concepts required to give his consent to my assessment and 
intervention but the intervention was agreed to be in the best interests of Nathan and 
his family.
Nathan lives with his parents and two younger sisters and attends a school for children 
with learning disabilities. The aggressive behaviour had been increasing for 6 months, 
sometimes occurring four times a week culminating in him being restrained by his 
father. The urinating on the floor had occurred, occasionally, for years but had 
increased to daily in the month prior to assessment. The difficulties in the morning 
had again increased over the last few months.
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Formulation
We developed a behavioural formulation of the difficulties described. The functional 
analyses of the behaviours suggested that they were being reinforced by the responses 
given by Nathan’s parents. The setting condition for all the difficult behaviours was 
being at home. His father arriving home in the evening was an antecedent to the 
aggressive behaviour and his mother moving around the house in the morning an 
antecedent for the difficulties in the mornings. The autism also contributed to the 
formulation as the contingencies for behaviours are likely to be different for people 
with autism. For example, people with autism often have an increased susceptibility 
to anxiety when there is a decrease in structure. Aggressive behaviour may increase 
Nathan’s control over interactions, acting as a negative reinforcer by reducing his 
anxiety level.
Intervention
British Psychological Society (2004) guidelines reviewed meta-analyses, conclude 
that interventions based on learning theory are the most effective in dealing with the 
challenging behaviours of people with learning disabilities. We completed ten 
intervention sessions during which we sought to minimise the reinforcement for the 
challenging behaviours and find alternative, functional behaviours which could 
provide similar reinforcement value for Nathan. For example, after urinating on the 
floor, Nathan’s mother aimed to give as little verbal response as possible, instead 
chatting to him when he came into the living room in the evening.
Outcome
The urinating on the floor decreased over the sessions from daily to less than once a 
week. It increased again when on holiday and the response that the family had 
developed, of leaving it and cleaning up later, could not be maintained. However, it 
decreased again once they were home and able to continue with the intervention. The 
aggressive behaviour also decreased, although a change in medication was a 
confounding variable making it difficult to evaluate the effectiveness of the
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psychological intervention. A shift began to occur with the behaviours in the morning 
too, but the end of term meant that this intervention was put on hold until the end of 
my placement.
Critical evaluation
Initially, it seemed the family’s hopes lay with medication, and some work was 
needed to engage with the family. This may reflect the difference for the parents in 
dealing with a young trainee clinical psychologist compared to an experienced 
psychiatrist. The intervention with the inappropriate urination helped the family to 
engage with the model and see a positive outcome. I reflected on the behavioural 
model in supervision, recognising that my behaviour towards Nathan’s parents may 
act as positive reinforcement for them in carrying out the difficult intervention. Some 
additional assessment methods may have been useful, such as observation of the 
challenging behaviours and observation at school where these behaviours were not 
exhibited. However, time constraints made this difficult. The intervention was 
particularly effective with a more recent behaviour (urinating on the floor) and would 
continue to be used for the longer standing behaviours.
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CHILDREN AND YOUNG PEOPLE CASE REPORT SUMMARY
Extended assessment of behavioural difficulties in a 9 year old girl using a
systemic framework
Presenting difficulties
Alicia is a 9 year old girl of mixed race origin (white British mother, Ms Davies, and 
black Antiguan father, Mr Gordon) who was referred to the Child and Adolescent 
Mental Health Service (CAMHS) by her general practitioner (GP). Her parents 
described Alicia as being very active most of the time which led to leaving her room 
at bedtime and disrupting other family members and always being “on the go”. She 
also “locked o ff’ sometimes, often when watching television, where she would appear 
to be in her own world, showing no response to others. Alicia’s parents were 
concerned about the possibility of a developmental disorder such as attention deficit 
and hyperactivity disorder (ADHD) or an autistic spectrum disorder (ASD).
Initial assessment
Initial assessment was carried out through interview with Alicia, both her parents and 
one sister over three sessions as well as use of the short version of the Conners’ Parent 
Rating Form -  revised (CPRF-R:S; Conners, 1997). Alicia’s parents dated the 
beginning of the difficulties from when Alicia was two and a half years old, when she 
began to show high levels of energy and difficulties getting to sleep. They decided to 
seek help as Alicia was exhibiting behaviours similar to those shown by Ms Davies’ 
son at that age, and he had recently been given a diagnosis of Asperger’s Syndrome.
Previous contact with Social Services regarding the fostering of Ms Davies’ two 
oldest children had been experienced very negatively. We had a clear conversation 
about my responsibilities in terms of child protection in the first session, during which 
I paid particular attention to empathising with their experiences and focusing on our 
shared wishes.
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Initial formulation
A number of hypotheses were elicited. High scores on the ADHD, cognitive 
problems/inattention and hyperactivity indices of the CPRF-R:S score suggested that 
there could be attentional problems and this was the hypothesis the family were most 
able to engage with. We agreed that I would continue to carry out assessment with 
Alicia regarding a possible neurodevelopmental disorder as well as provide support in 
managing her behaviour.
Extended assessment
Assessment methods included interviews with Ms Davies and the Special Educational 
Needs Co-ordinator (SENCO) at Alicia’s school, observation of Alicia both at home 
and in school, structured Conners’ Rating Forms with Alicia’s teacher and a cognitive 
assessment using the Weschler Intelligence Scale for Children -  third version (WISC- 
III; Weschler, 1992).
Extended formulation
The results of the assessment suggested that an attentional disorder remained the most 
likely hypothesis. This was supported by the interviews with Alicia’s parents, teacher 
and the SENCO. Supplementary information could be gained through further 
observation and Conners’ assessments which was not possible due to the family 
disengaging before the completion of the assessment.
Critical evaluation
In terms of the extended assessment, it would have been useful to observe Alicia in 
the playground and further classroom situations if there had been more time. My 
relationship with Ms Davies was a key process in this work. During the work, she 
shared concerns with me regarding her brother’s treatment of his own children. This 
potential child protection issue lead me to plan a conversation with Ms Davies to 
enable her to consider whether and how she would take that information to further
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authorities. I was advised by the specialist social worker that I currently had too little 
information to proceed myself. Ms Davies found this conversation very difficult and 
felt angry with me. It may also have reinforced her beliefs that she was not a good 
mother as she was not acting on information regarding the safety of a child. Although 
I wrote to Ms Davies following this session in the hope that she would be able to take 
some positive experience from the relationship with services, who she already 
mistrusted, the family did not reengage. This work helped me reflect on the 
difficulties in maintaining a balance between the therapeutic relationship and issues 
such as child protection. Despite the family disengaging, I believe I considered all the 
factors required to decide how to proceed.
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SPECIALIST NEUROPSYCHOLOGY CASE REPORT SUMMARY
Neuropsychological assessment of the cognitive functioning of a 42 year old 
woman with secondary progressive multiple sclerosis
Referral
Marilyn is a 42 year old, married, white British woman. She was admitted to the 
neurological rehabilitation unit when her daily functioning deteriorated. Cognitive 
assessment is routinely undertaken as part of the assessment process to help inform 
the rehabilitation programme.
History
Marilyn was first diagnosed with relapsing-remitting multiple sclerosis (MS) in 1994. 
This type of MS is characterised by a series of relapses followed by periods of 
remission when symptoms improved and can disappear. Most relapsing-remitting MS 
takes a progressive course (chronic progression) within 15 years of the first attack 
(Hannay et al., 2004) and Marilyn was diagnosed with secondary progressive MS in 
2005. The magnetic resonance imaging (MRJ) scan was not available so the location 
of the lesions was unknown, but they are often widespread (Multiple Sclerosis 
Society, 2001).
Literature review
A diagnosis of secondary progressive MS is associated with the most severe 
impairments (Huijbregts et a l, 2004) so it was likely that Marilyn would 
demonstrated impairments in memory, attention, processing speed, visuospatial 
abilities and executive functioning with language skills intact.
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Assessment
I met with Marilyn for 14 sessions to carry out assessment, provide her with space to 
talk about her concerns and discuss strategies. Assessment was informed by 
qualitative information gained from each session as well as the results of standardised 
assessments, following a developmental route. This meant that each new piece of 
information informed the progression of the assessment.
Standardised assessments included:
• Premorbid ability
-  Weschler Test of Adult Reading (Weschler, 2001)
-  Speed and Capacity of Language Processing test (SCOLP; Baddeley et ah, 
1992)
-  Word Synonym Test (Warrington et al., 1998)
• Memory
-  Weschler Memory Scales -  third edition (WMS-III; Weschler, 1997b)
• Attention
-  Subtests from the WMS-III (Weschler, 1997b)
• Visuoperceptual functioning
-  Visual Object and Space Perception battery (Warrington & James, 1991)
-  Subtests from the Weschler Adult Intelligence Scale-third edition (WAIS- 
III; Weschler, 1997a)
• Executive functioning
-  Subtests from WAIS-III (Weschler, 1997a)
-  Subtests from the Behavioural Assessment of the Dysexecutive Syndrome 
(Wilson gr 6z/., 1996)
-  Modified Card Sorting Test (Obonsawin et a l, 1999)
-  Stroop Neuropsychological Screening Test (Trenerry et al., 1988)
• Processing speed
-  SCOLP (Baddeley et al., 1992)
-  Subtest from Adult Memory and Information Processing Battery (Coughlan 
& Hollows, 1985)
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• Language
-  Controlled Oral Word Association test (Spreen & Strauss, 1998)
• Fatigue and mood
-  Fatigue diary
-  Hospital Anxiety and Depression Scale (Zigmond and Snaith, 1983) 
Summary and recommendations
The assessment described deterioration as expected in memory, attention, processing 
speed, visuospatial abilities and executive functioning. She also had mild anxiety and 
depression symptoms. Her language skills remained intact. The assessment describes 
a baseline from which to monitor future change. We discussed strategies regarding 
her reduced cognitive abilities that took her physical disabilities into account. These 
strategies were also discussed with the multidisciplinary team to facilitate the 
rehabilitation programme.
Critical evaluation
There are other tests that might have been useful to complete. However, time 
constraints and the clients wishes need to be considered when choosing assessment 
tools. Another consideration is the likelihood of repeat testing. The AMIPB might 
have been more appropriate than some subtests of the WMS-III as there are alternative 
forms which allow for repeat testing. This work highlighted the need for flexibility in 
adapting tools and my style to allow for the specific needs of the client, such as 
Marilyn’s hearing and visual impairments.
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OLDER PEOPLE CASE REPORT SUMMARY
Narrative therapy with a group of older people presenting with symptoms 
associated with anxiety or depression
Referral and assessment
Ten people were referred for group intervention from Older People services in the 
area. Assessment aimed to ensure that the clients were able to reflect on the stories 
they told about their lives and had sufficient language ability to engage in a group.
Two people declined to attend an assessment session and it was agreed that two did 
not meet the criteria, so six people (three men and three women aged between 66 and 
82 years old) were selected to attend the group.
Rationale for the group
The psychology department provided group interventions for the Older People mental 
health service. The nature of the group depended on the needs of the clients referred. 
The Department of Health (2001) recommends group therapy for older people with 
depression and Yalom (1995) proposed eleven therapeutic factors which were 
considered in the development of the group. The narrative model, pioneered by White 
and Epston (1990) considers individual’s stories about their lives as more than a 
reflection of their experiences, but as influencing their belief systems and identities 
(Grimm, 2003). Story telling, such as life review and reminiscence is well established 
in work with older people (Curtis & Dixon, 2005) and although there is little literature 
regarding the specific use of the narrative model in groups with older people, other 
literature seemed sufficient to set up this innovative piece of work. I carried the group 
out with another clinical psychologist and under the supervision of a systemic 
psychotherapist.
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Intervention
The group took place over eight weekly sessions and aimed to provide space for 
exploration of how problems affect lives, identify unhelpful stories, promote the 
notion of group members having expertise in their own lives and construct more 
helpful stories of experiences. In initial sessions, the focus was on hearing the 
problem-saturated stories and beginning to tentatively introduce the idea of alternative 
stories by highlighting exceptions as they arose. The later sessions looked further at 
strengths and skills the group members possessed. Techniques implemented included 
the use of metaphors, externalisation of problems, naming the problems, 
deconstructing problems, writing therapeutic letters and writing a book. This latter 
was suggested at the first session and was developed collaboratively throughout the 
groups.
Outcome
The therapeutic letters, which were written by the facilitators to each group member 
after each session, demonstrated a shift in dominant stories from problem saturated 
accounts to preferred alternative stories. It was also noted how group members began 
to highlight exceptions for each other to aid the process of reauthoring. Group 
members also provided feedback through a questionnaire developed for groups. 
Standardised outcome assessments, such as the Hospital Anxiety and Depression 
Scale (Zigmond & Snaith, 1983) were not considered to be appropriate as they focus 
on symptom reduction rather than shifts in stories and understanding. However, it 
was reflected that more objective measures of change would be useful.
Critical evaluation
Two group members left during the course of the group, and it was reflected that a 
higher threshold in our assessment of the ability to cope with the uncertainty on a less 
structured group might have been appropriate. During the course of the group, we 
reflected that the group needed sufficient time for their problem-saturated stories to be 
heard and validated before we introduced the idea of alternative stories.
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Although there is little literature about the use of such a group, the techniques used 
and group processes attended to were all based on theory and the feedback given was 
very positive.
I l l
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consider they gain from it?
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ABSTRACT 
Introduction
Published documents have recommended a need for a range of therapeutic 
interventions on inpatient wards based on clients’ needs. Psycho-educational groups 
are often implemented to fulfil this need. However, research suggests that people with 
mental health problems often have memory difficulties, which may make a psycho- 
educational group less appropriate for this client group.
This audit evaluated a psycho-educational group aiming to:
1. measure attendance to the group.
2. measure recall of the different areas of each topic five days later.
3. understand what the clients consider they gain from the group.
The hypothesis was that recall of psycho-educational material would be low.
Method
The audit was a descriptive, non-experimental design. Interviews, using open 
questions, were carried out with attendees of five sessions of a psycho-educational 
group. Nine males and nine females, aged between 20 and 68 years old, attended the 
sessions on one or more occasions. 31 interviews were completed in total.
Results and discussion
Attendance ranged from 15% to 31% of the ward population, which was higher than 
ward staff expected. Recall ranged from 20% to 91% of the material, with a mean of 
57%. This suggested that the hypothesis that recall would be low could be rejected. 
The two main beneficial themes of attending the group were to leam more about the 
topic and to hear about the experiences of others.
Conclusions
It seemed likely that the group was meeting the standards discussed, although further 
research looking into client needs and satisfaction is recommended.
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INTRODUCTION
Psycho-educational groups are generally perceived to be an important part of inpatient 
mental health treatment (for example Eaton, 2002). They aim to provide clients with 
the opportunity to leam further about mental health difficulties and treatments. The 
Department of Health (DoH, 2002) cited the “lack of ‘something to do’, especially 
activity that is useful and meaningful to recovery” as one of the major concerns of 
service users of inpatient units. Psycho-educational groups aim to fulfil this need.
Each of the sessions in the psycho-educational group evaluated in this audit was about 
a different topic. As an open group, it allowed clients to attend the sessions they 
believed they would find interesting or useful, and aimed to provide the opportunity 
for learning and discussion about each topic.
Audit is defined as the comparison of a service to a set of standards (Barker, Pistrang 
and Elliott, 2002). It is commonly a circular process whereby a service is evaluated 
against standards, results are fed back, changes are made, the service is evaluated 
again and so on. This audit was designed to evaluate the psycho-educational group 
against the standards set by the Commission for Health Improvement (CHI) and the 
Sainsbury Centre for Mental Health (SCMH). In a report in 2003, CHI described a 
need to ensure that a “full range of interventions are available ” in inpatient units. The 
SCMH published a report in 1998 called Acute Problems, which recommended that “a 
range of therapeutic resources must be available within acute care, based on the needs 
of the patients” (recommendation 3). It is well recognised that cognitive deficits such 
as memory difficulties are associated with poor mental health. Egeland et a l  (2003) 
found working memory deficits in clients with major depression and schizophrenia 
when compared to a control group. This raised the concern that clients who attended a 
psycho-educational group would retain little information. Potentially, therefore, the 
group may not meet clients’ needs. This was particularly significant in this ward as a 
drop in staff numbers had led to a low level of inpatient therapeutic resources (such as 
groups), making it important that those in place were useful.
Ebbinghaus (cited in Baddeley, 1997) plotted what became known as the forgetting 
curve. He learned lists of syllables and tested himself periodically to see how much
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he recalled. His results suggested that a steep drop occurred initially; he recalled 
approximately 45% of material after one hour and 30% after five days. These results 
were for nonsense syllables which he relearnt after each retest. In the psycho- 
educational group, material may not necessarily have been new and it was likely to 
have had more salience than nonsense syllables. However, Ebbinghaus’s results 
indicate that low recall of material is likely therefore providing evidence for the 
concern that attendees to the group would recall little information. By waiting five 
days before measuring recall, this audit allowed the steep drop in recall to occur and 
measured what was likely to be remembered in the longer term.
The overall aim of the audit was to ascertain whether the group was meeting the 
standards described above. It was not possible to develop a hypothesis about what 
clients would gain from the groUp from similar past research as a literature search of 
the terms ‘group*’, ‘ward*’, ‘inpatient*’, ‘educat*’, ‘psychoeducation*’, ‘psycho*’, 
‘living’, ‘life’ and ‘skill*’ on the database PsycINFO, yielded no relevant results. (A 
* represents a wildcard so all words that begin with the specified letters are included). 
Yalom (1995) proposed a number of factors important in therapy groups, such as 
instillation of hope and universality (discovering that others have similar experiences 
and reducing the concern that one’s problems are unique). However, as this was not 
group therapy, these factors may not be as pertinent, so a general objective of 
discovering what clients felt they gained from the group was used.
Objectives were to:
1. measure attendance to the group.
2. measure recall of the different areas of each topic after five days later.
3. understand what the clients consider they gain from the group.
The main hypothesis was that:
recall of psycho-educational material would be low.
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METHOD 
Setting
The living skills group was run on a five weekly rotation in a 38 bed adult psychiatric 
inpatient ward of a hospital in a suburban south London borough. Each session 
addressed a different topic (anxiety, self-esteem, anger, assertiveness and problem 
solving). A staff nurse and planned and co-facilitated the group under the 
supervision of the clinical psychologist (my field supervisor).
Participants
Posters advertised that sessions were open to all and ward staff reminded clients prior 
to each session. Clinical judgement identified that no client would be too disruptive to 
merit exclusion. Nine females and nine males attended the five living skills sessions 
on between one and five occasions (see table 1). Age of attendees ranged fi-om 20 to 
68. Between five and eleven people attended each week. Exclusion criteria from the 
data collection were:
• Staying for less than 15 minutes
• Sleeping for more than half of the session
Interviews were requested with all other attendees. None refused consent, although 
two were unavailable, so 31 interviews were completed (see table 1).
Design
The audit was designed aided by discussion with my field and university supervisors. 
The design was non-experimental and descriptive using semi-structured interviews.
 ^As I co-facilitated the group as well designing and implementing the audit, I have chosen to use the 
first person in this report for ease o f clarification o f my involvement at each stage.
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Table 1: Attendance at sessions and inclusion in the data collection
Participant No. of sessions 
attended
No. of interviews 
completed
Reason for non 
completion
1 4 4
2 4 4
3 3 3
4 5 5
5 1 1
6 4 4
7 4 3 Unavailable
8 3 2 Excluded
9 I 1
10 I 1
11 1 1
12 2 1 Excluded
13 1 1
14 2 0 Once excluded, 
once unavailable
15 1 0 Excluded
16 1 0 Excluded
17 1 0 Excluded
18 1 0 Excluded
Materials
Questions in the semi-structured interview schedules (see appendix 1) were developed 
after each session to ensure that they accurately reflected what had been discussed.
For example, after the anxiety session, questions covered: a definition of anxiety, the 
bodily and cognitive reactions involved in anxiety, why we feel anxious and the ways 
we can deal with anxiety. I interviewed my co-facilitator after every session to check 
the content validity of the questions through expert sampling. Reliability of the 
interviews was more difficult to ascertain as test-retest was likely to show learning 
effects. Fifteen sets of interview notes (50%) were selected using a random number 
generator and marked by another trainee clinical psychologist to measure inter-rater 
reliability of the marking. I developed the marking scheme after completion of the 
data collection to minimise interviewer bias (see appendix 2), although the data may 
have affected this development. It was not possible for the other facilitator, who was
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blind to the data collection, to be involved in the development of the marking scheme. 
This could be advisable for future studies to avoid this bias dilemma.
Open questions looked at what the clients felt they gained from their attendance and 
whether there was anything that could be improved. These questions did not elicit a 
great deal of information. The responses are presented as frequencies of arising 
themes, but are considered anecdotal.
Procedure
The NHS trust audit department was contacted to ensure that this audit met their 
criteria and ethics approval was not required. The data were collected over the 5 
weeks of one cycle of the living skills group. After each session, members were asked 
if they could be approached the following week, giving them the opportunity to refuse 
consent. Each member was approached between 5 and 12 days after the session 
requesting an interview (all but one taking place between 5 and 7 days later), giving a 
second opportunity for refusal. The participants were informed that the data would be 
confidential, used only for my research purposes. Interviews started by asking the 
participant what groups they had attended that week, to elicit if they recalled attending 
the living skills group and what it was about. The audit was briefly explained so they 
understood that the group was under evaluation and not their abilities. However, 
detail that might bias responses (such as hypotheses) was avoided. Open questions 
were used to elicit recall about the different aspects of each session and what clients 
felt they had gained. The data were recorded manually through note taking. In future 
research, a tape recorder could ensure more comprehensive data collection. Marking 
schemes were developed to quantify the data from the questions that investigated 
recall of information (see appendix 2 for marking schemes and appendix 3 for 
handouts that aided the marking). As the data were neither repeated measures (the 
sessions were open, so clients did not come to every one) nor independent measures 
(as some came to more than one session) and the sample was relatively small, 
statistical tests were not appropriate and descriptive results were used. See appendix 4 
for an example set of interview notes.
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RESULTS
Attendance at the group
The attendance rates at the group varied from 15% of those on the ward attending the 
self esteem session to 31% coming to the anger session (see table 2).
Table 2: Attendance at the group
Session Number of clients 
who attended
Number of clients 
on the ward
Attendance (%)
Anxiety 6 32 19
Self esteem 5 33 15
Anger 11 36 31
Assertiveness 8 37 22
Problem solving 10 33 30
Recollection of material
The data were marked and each participant was given a score, which was translated 
into a percentage of the total possible score for that session. Scores from the first 
marker were used. Recollection of the material ranged from 20 to 91%, with an 
overall mean of 57% (see table 3). Table 4 shows how recall varied between the 
sessions, with the means ranging from 38.3% after the problem solving session to 
70% after the anxiety session.
Table 3: Percentage recollection overall
Number of 
interviewees
Minimum 
recall (%)
Maximum 
recall (%)
Mean recall 
(%)
Standard
deviation
31 20 91 57.0 22.6
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Table 4: Percentage recollection for each session
Session Number of 
interviewees
Minimum 
recall (%)
Maximum 
recall (%)
Mean 
recall (%)
Standard
deviation
Anxiety 5 50 88 70.0 . 14.3
Self esteem 5 33 89 51.1 23.0
Anger 8 30 90 57.5 19.1
Assertiveness 7 36 91 67.5 20.9
Problem solving 6 20 50 38.3 11.7
A second rater marked fifteen sets (50%) of the interview notes to ensure reliability of 
the marking. Both markers were blind to the scores assigned by the other. Barker et 
al. (2002) suggest that for interval or ordinal data, Pearson’s correlation coefficient 
can be used to assess inter-rater reliability. They argue that it is robust enough to be 
used even if there are slight deviations fi*om the assumptions. There was a significant 
positive correlation between the sets of scores (r(15) = 0.82, p<0.001, 1-tailed test)
(see also graph 1) from which reliability of the marking (using the criteria constructed, 
see appendix 2) can be inferred.
Graph 1: Scatterplot o f scores allocated by each marker
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What clients felt they gained from attending the group
Table 5 shows the frequencies of the themes brought up by clients in response to the 
final questions about what they felt they gained from coming to the group, the most 
commonly cited being that they found out more about the topic being discussed.
Table 5: Themes o f  what clients fe lt they gained
Response theme Frequency of times mentioned
Leamt/found out more about the topic 16
Hearing about others’ experiences/that 
others have the same problems
11
Staying occupied 4
Helped to talk/think about own 
experiences
3
Did not gain anything/cannot remember 8
Scores for those who attended more than one session
Observation of graphs 2 to 8 show that there was no consistent pattern of increasing 
recollection from week to week in those who attended more than one session. An 
empty bar indicates non-attendance. This was a concern about interviewing all group 
members that is discussed later.
Graph 2: Group member 1
Group
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Graph 3: Group member 2
Group
Graph 4: Group member 3
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Graph 5: Group member 4
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Graph 6: Group member 6
Group
Graph 7: Group member 7
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Graph 8: Group member 8
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DISCUSSION
Summary of the fîndings
The three objectives of the audit were to measure attendance at the group, measure 
recall of the psycho-educational material (with the hypothesis that recall would be 
low) and gain an understanding of what clients felt they gained from the group. 
Attendance ranged from 15% to 31% of the ward population. Recall varied from 20% 
to 91% of the most relevant material, with a mean of 57%. This suggests that we 
could reject the hypothesis that recall would be low. The two main beneficial themes 
of attending the group were to learn more about the topic and to hear about the 
experiences of others.
Attendance at the group
Attendance of between 15% and 31% of the ward population was regarded as high by 
ward staff. This finding could suggest the importance of the group to the service -  it 
was attended by a substantial proportion of the ward population and many people 
attended more than one session. However, we must be wary of making 
generalisations. As the group cycle was only five weeks long, it could have been that 
those topics were particularly relevant to those clients who were inpatients during that 
five week period. Further audit looking at attendance to the group may be important 
to generalise the usefulness of the group to the service.
Recollection of material
Although there was a large recall range (from 20 to 91%), the mean (57%) suggests 
that recall was higher than expected, and that the hypothesis that recall would be low 
should be rejected. One difficulty in ascertaining how much people remembered from 
the sessions is that we cannot know how much was a direct recollection of the session, 
and how much was due to previous knowledge, good guesses or common sense. With 
more time, it would have been interesting to measure previous knowledge by 
interviewing clients before the sessions as well. However, there are ethical
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considerations that also prevented this, as overloading clients who are in an acute 
stage of mental illness with interviews could be putting them through unnecessary 
stress, as well as possibly discouraging them from attending the sessions.
It could also be interesting in future research to look further into the differences 
between the recall of the different topic areas. The problem solving session seemed to 
be recalled far less than the others (see table 4). This might indicate that this 
population had particular difficulties with problem solving, therefore finding it hard to 
assimilate and recall the information. However, creating questions about the theory 
behind, and steps involved, in problem solving that were relevant to the session was 
difficult because the session was carried out in a very practical way -  generating 
problems, brainstorming and considering solutions took much of the time. This 
factor may account for the apparent difference in recall between this session and the 
others.
What clients felt they gained from attending the group
The most commonly reported gain was learning more about the topic. If clients felt 
that they learnt about the topic, it could be argued that this group met their needs, 
whether recall was high or low. Another beneficial theme that was frequently 
reported was hearing from other people about their experiences and suggestions, and 
understanding that others have similar problems. This concept was described by 
Yalom (1995) as ‘universality’, which he found was reported to be beneficial by 
members of therapeutic groups. This theme also suggests that the group was meeting 
the clients’ needs. However, these findings make the assumptions that learning about 
the topic and hearing from others were client needs. This highlights an omission of 
this audit to specify or find out what the clients’ needs were. Future research could 
further investigate the needs of this population that could be provided for by a psycho- 
educational group.
Further anecdotal information suggests that some clients felt that there were not 
enough groups on the ward, and one of the motives for attending the living skills 
group was to be occupied. This is an important finding for the service as the standards
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the group is being compared to require that interventions provided are based on the 
clients’ needs. It could be that more interventions would be required to fully meet 
their needs.
Although considerable gains were reported from attending the group, it is important to 
note that some clients could not remember or felt that they gained nothing from 
attending the group. Although very little information was gleaned from asking how 
the group could be changed, it may be important in future audit to investigate what 
could be changed to help people feel that they gained from attending.
Attending more than one session
It was originally planned that group members would be excluded from the data 
collection if they had been interviewed previously. This was to remove the potential 
for trying to learn more to please the interviewer (participant bias). However, this 
required data collection to continue for more than one cycle of the group to achieve a 
reasonable sample size. As it was initially unknown when the next cycle would begin 
it was decided that all group members would be asked to participate regardless of 
previous membership, and the data would be scrutinised to observe any effects. 
Observation of graphs 2 to 8 suggests an effect to be unlikely as six of the seven 
clients who attended more than once showed no trend towards increasing scores. The 
one who did (see graph 7) may have been affected by participant bias, but other 
possible reasons are that he or she remembered more each week due to greater interest 
or improving mental health.
Potential bias
It is important to note the potential areas of bias in the data collection. I was both the 
interviewer and a co-facilitator of the group, which may have affected both the clients’ 
willingness to participate in the data collection and their responses. Those who 
attended more than one session did not seem to remember more after they knew they 
would be interviewed about the group so it does not seem that there was an effect of 
participant bias. However, there is a potential for some unconscious interviewing bias
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to have occurred, as lack of time and resources meant that it was not possible for an 
interviewer who had not taken part in the group to be involved in the data collection. 
This would be advised in future research.
CONCLUSIONS
Despite the potential for methodological weaknesses when evaluating services, it is 
important to do so to try to monitor our practice and implement improvements. The 
finding that recall was higher than expected is also useful to the service in suggesting 
that such a psycho-educational group could be usefiil as an educational tool. Those 
who attended the group did so voluntarily, and so may have been interested and 
attended more to the discussion. We could conclude that for those who wish to learn 
more about mental health related topics, a ward based psycho-educational group might 
be helpful.
The results of the audit suggest it is likely that this group is meeting the standards set 
by SCMH (1998) by meeting the needs of the clients. However, the request for more 
groups and more to do on the ward replicated the finding by the DoH (2002). For the 
CHI (2003) standard to be met, an increase in the number of therapeutic interventions 
on the ward is likely to be needed. It is important to recognise the difficulties wards 
have with increasing this provision due to low staffing levels. However, this evidence 
is only anecdotal and fiirther audit could look at client satisfaction with the provision 
of available interventions.
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Interview schedules
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ANXIETY INTERVIEW
What groups have you been doing over the past week?
(Do you remember coming to a living skills group?)
(What was the group about?)
I want to make sure that the groups we are doing on the ward are useful so I’m 
going to ask you a few questions to find out a bit about your experience of the 
group.
What do you remember about the group and what we talked about?
What is anxiety?
Some of the reactions to anxiety? (Bodily reactions/thoughts)
Why we feel anxious -  ie the useful purposes of anxiety?
How can we manage anxiety? 
Thought
Behaviour changes
Have you made any changes as a result of the group?
Have you learnt about anxiety before?
What do you feel you gained from the group? 
Anything that could be changed?
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SELF ESTEEM INTERVIEW
What groups have you been doing over the past week?
(Do you remember coming to a living skills group?)
(What was the group about?)
I want to make sure that the groups we are doing on the ward are useful so I’m 
going to ask you a few questions to find out a bit about your experience of the 
group.
What do you remember about the group and what we talked about?
What is self-esteem?
Some of the beliefs that characterise low self-esteem?
Some of the beliefs that characterise high self-esteem?
How does low self-esteem develop?
What problems are associated with low self-esteem?
How can we combat low self-esteem?
Self criticism
Self acceptance 
Have you made any changes as a result of the group?
Have you learnt about self-esteem before?
What, if anything, did you gain from the group?
Anything that could be changed?
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ANGER INTERVIEW
What groups have you been doing over the past week?
(Do you remember coming to a living skills group?)
(What was the group about?)
I want to make sure that the groups we are doing on the ward are useful so I’m 
going to ask you a few questions to find out a bit about your experience of the 
group.
What do you remember about the group and what we talked about?
What is anger?
What are the physical reactions to anger?
What sorts of thoughts do we have when we feel anger?
What are the positive consequences of anger?
What are the negative consequences of anger?
How can we deal with anger appropriately?
Leave, then
Physical
Thoughts/communication 
Have you made any changes as a result of the group?
Have you leamt about anger before?
What, if anything, did you gain from the group?
Anything that could be changed?
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ASSERTIVENESS INTERVIEW
What groups have you been doing over the past week?
(Do you remember coming to a living skills group?)
(What was the group about?)
I want to make sure that the groups we are doing on the ward are useful so I’m 
going to ask you a few questions to find out a bit about your experience of the 
group.
What do you remember about the group and what we talked about?
What is assertiveness?
What are some of the verbal and non-verbal behaviours associated with passive 
behaviour?
What are some of the verbal and non-verbal behaviours associated with aggressive 
behaviour?
What are some of the verbal and non-verbal behaviours associated with assertive 
behaviour?
What are the problems with not being assertive?
What are the advantages of being assertive?
What are some assertiveness skills? 
Communication
Verbal/non-verbal behaviours
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Why is it hard to say no?
What are some of the ways that we can say no?
Have you made any changes as a result of the group?
Have you leamt about assertiveness before?
What, if anything, did you gain from the group? 
Anything that could be changed?
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PROBLEM SOLVING INTERVIEW
What groups have you been doing over the past week?
(Do you remember coming to a living skills group?)
(What was the group about?)
I want to make sure that the groups we are doing on the ward are useful so I’m 
going to ask you a few questions to find out a bit about your experience of the 
group.
What do you remember about the group and what we talked about?
What is problem solving?
What are the main stages in problem solving?
What should we consider when identifying the problem to tackle?
What can we do to think of goals and what should we consider at this stage?
What should we consider when deciding on the first task?
What should we do after we have completed the first task?
Have you made any changes as a result of the group?
Have you leamt about problem solving before?
What, if anything, did you gain from coming to the group?
Anything that could be changed?
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Appendix 2
Marking schemes
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Marking criteria for anxiety group
(a) 1 point for remembering coming to a living skills group. (Give a point if (b) is 
correct unless specified as ‘no’)
(b) 1 point for remembering it was about anxiety.
(c) What is anxiety?
• 1 point for a definition that includes words meaning ‘REACTION’ and
‘THREAT’ (danger) (eg. a normal bodily reaction to threat)
(d) Some of the reactions to anxiety? (Bodily reactions/thoughts)
• 1 point for 2 or more physical reactions to anxiety (see handout)
• 1 point for 1 or more thoughts (see handout)
(e) Why we feel anxious -  ie the useful purposes of anxiety?
• 1 point for inclusion of words that mean ‘BODY’ (we/us), ‘PREPARES’ 
(warns) to ‘REACT’ (deal with)
(f) How can we manage anxiety?
• 1 point for 1 or more thought/cognitive technique (see handout)
• 1 point for 1 or more behavioural technique (see handout)
TOTAL = out of 8 points
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Marking criteria for self esteem group
(g) 1 point for remembering coming to a living skills group. (Give a point if (b) is 
correct unless specified as ‘no’)
(h) 1 point for remembering it was about self esteem.
(i) What is self-esteem?
• 1 point for a definition that includes words meaning ‘OPINION’ (value) and
‘OURSELVES’ (yourself) (eg. our opinion of ourselves)
(j) Some of the beliefs that characterise low self-esteem?
• 1 point for 1 or more characteristic belief of low self esteem (see handout)
(k) Some of the beliefs that characterise high self-esteem?
• 1 point for 1 or more characteristic belief of high self esteem (see handout)
(1) How does low self-esteem develop?
• 1 point for 1 or more theme:
how we have leamt to view ourselves 
social experiences eg abuse (see handout)
(m)What problems are associated with low self-esteem?
• 1 point for 1 or more problem (see handout)
(n) How can we combat low self-esteem?
• 1 point for trying to reduce self criticism
• 1 point for trying to increase self acceptance (see handout)
TOTAL = out of 9 points
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Marking criteria for anger group
(o) 1 point for remembering coming to a living skills group. (Give a point if (b) is 
correct unless specified as ‘no’)
(p) 1 point for remembering it was about anger/anger management.
(q) What is anger?
• 1 point for a definition that includes words meaning ‘EMOTION’ (reaction)
and ‘INJUSTICE’ (unfairness) (eg. a normal emotion we experience when we 
think a situation is unfair)
(r) What are the physical reactions to anger?
• 1 point for 1 or more physical reaction to anger (see handout)
(s) What sorts of thoughts do we have when we feel anger?
• 1 point for 1 or more thought process associated with anger (see handout)
(t) What are the positive consequences of anger?
• 1 point for 1 or more positive consequence of anger (see handout)
(u) What are the negative consequences of anger?
• 1 point for 1 or more negative consequence of anger (see handout)
(v) How can we deal with anger appropriately?
• 1 point for saying remove self from the situation if possible
• 1 point for 1 or more physical technique (see handout)
• 1 point for 1 or more cognitive technique (see handout)
TOTAL = out of 10 points
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Marking criteria for assertiveness group
(w) 1 point for remembering coming to a living skills group. (Give a point if (b) is 
correct unless specified as ‘no’)
(x) 1 point for remembering it was about assertiveness.
(y) What is assertiveness?
• 1 point for a definition that includes words meaning ‘EXPRESSING’ (getting 
across) ‘NEEDS’ (feelings/opinions) ‘WITHOUT’ ‘VIOLATING RIGHTS’ 
(getting aggressive/abusive) (eg. expressing our needs without violating our 
own rights (passivity) or the rights of others (aggressiveness))
(z) What are some of the verbal and non-verbal behaviours associated with passive 
behaviour?
• 1 point for 2 or more passive behaviours (see handout)
(aa) What are some of the verbal and non-verbal behaviours associated with
aggressive behaviour?
• 1 point for 2 or more aggressive behaviours (see handout)
(bb) What are some of the verbal and non-verbal behaviours associated with
assertive behaviour?
• 1 point for 2 or more assertive behaviours (see handout)
(cc) What are the problems with not being assertive?
• 1 point for 1 or more problem with not being assertive (see handout)
(dd) What are the advantages of being assertive?
• 1 point for 1 or more advantage of being assertive (see handout)
(ee) What are some assertiveness skills?
• 1 point for 1 or more assertiveness skill;
communication skills
assertive verbal or non-verbal behaviour (see handout)
(ff) Why is it hard to say no?
• 1 point for 1 or more reason why it is hard to say no (see handout)
(gg) What are some of the ways that we can say no?
• 1 point for 1 or more way of saying no (see handout)
TOTAL = out of 11 points
144
Service related research project
Marking criteria for problem solving group
(hh) 1 point for remembering coming to a living skills group. (Give a point if (b) is 
correct unless specified as ‘no’)
(ii) 1 point for remembering it was about problem solving.
(jj) What is problem solving?
• 1 point for a definition that includes words meaning ‘IDENTIFYING’ 
‘PROBLEMS’ ‘GOALS’ (eg. using systematic methods to identify problems 
and work towards realistic goals)
(kk) What are the main stages in problem solving?
• 1 point for identifying the problem
• 1 point for setting a goal (looking at options and picking the best)
• 1 point for evaluating (assessing if it solved the problem)
(11) What should we consider when identifying the problem to tackle?
• 1 point for 1 or more of:
tackle one problem at a time
start with a small problem so it feels achieveable
(mm) What can we do to think of goals and what should we consider at this stage?
• 1 point for 1 or more of:
brainstorming
pros and cons (see handout)
(nn) What should we consider when deciding on the first task?
• 1 point for 1 or more of:
plan the steps in detail 
anticipate the likely consequences
(oo) What should we do after we have completed the first task?
• 1 point for 1 or more of:
evaluate how well it went
brainstorm other solutions if there were difficulties 
TOTAL = out of 10 points
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Appendix 3
Group handouts
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ANXIETY
What is anxiety?
Anxiety is a normal reaction to a situation where we think there is a threat to our 
physical or psychological health.
Why do we feel anxious?
As humans evolved, anxiety developed as a reaction to danger. If you see a danger, 
the body prepares itself to react in the way that will best promote survival -  either to 
run away, to fight the danger or to stop attention being drawn to you by freezing.
What happens when we feel anxious?
Imagine being in the middle of a road and seeing a car speeding towards you.
What bodily sensations would you notice?
Muscle tension 
Sweating 
Heart racing 
Feeling breathless 
Shaking 
Dry mouth 
Dizziness
Feeling the need to urinate/defecate 
Nausea
What thoughts would you have?
• Fearful ones
• Anticipate negative outcomes
• That you are unable to cope
When is anxiety a problem?
1. If we feel anxiety a lot of the time.
2. If the amount of anxiety we feel is not proportionate to the situation we are in
Anxiety may escalate so badly that we get panic attacks. We may fear that we are 
losing control, going to have a heart attack, or going to die.
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How can we reduce anxiety?
BEHAVIOUR
Relaxation
• relaxation can help reduce the bodily reactions
• if we know how to relax, we can gain some control over our anxiety
• breathing techniques
Activity schedules
• plan how to manage our time so we are not putting ourselves under too 
much pressure, which can lead to anxiety
• we can gain some control over our environments to reduce the anxiety
THOUGHTS
Distraction
• concentrate on something else, which will stop us thinking the anxiety 
provoking thoughts and will help to reduce the anxiety reactions
• distraction techniques -  focus on an object/alphabet game/talking to others
Challenge the thoughts
• is the situation I’m worrying about as bad as I think?
• what evidence do I have that it is bad?
• what evidence do I have that it is not so bad?
• am I focussing on a small detail?
• am I overestimating how likely the bad thing is to happen?
Summary
• Anxiety is a normal reaction that everyone experiences sometimes
• It becomes a problem if lots of common situations trigger it or if it experienced 
very intensely
• There are some ways that we can behave or think to help combat the unpleasant 
experiences of anxiety
148
Service related research project
SELF ESTEEM
What is self-esteem?
Our opinion of ourselves and the value we place on ourselves as people.
What beliefs characterise low/high self-esteem?
Low = negative beliefs about our abilities and value as people
Eg. Believing we are unworthy of love
Believing we are useless at everything 
Believing we do not deserve to be treated well
High: = positive beliefs about our abilities and value as people
Eg. Believing we have positive things to offer the world 
Believing we deserve to be happy 
Believing we deserve to have good relationships
Low self-esteem statements may not be true, but may be how we have learnt to view
ourselves in a biased way.
How does low self-esteem develop and remain?
Our concept of ourselves arises from our social experiences.
• Upbringing -  if we were surrounded by people who were critical, did not 
praise us, did not express their love for us we may develop beliefs that we are 
useless, do not deserve love and become self critical
• Physical or sexual abuse -  we may develop beliefs that we are worthless or 
bad people
• Physical appearance -  if we consider ourselves to be unattractive through 
learning to view ourselves in that way our self-esteem is likely to be lower
We learn how to view ourselves
• If we have learnt to view ourselves in a negative light, we will find it difficult 
to change the way we think.
• We may attribute good things we are able to do to others or to luck.
• We may notice negative aspects of ourselves more readily.
• We may not believe the compliments of others and may be more sensitive to
criticism.
Problems associated with low self-esteem
• We are less likely to be happy, and it can lead to depression.
• We may be more likely to stay in destructive relationships as we do not believe
that we deserve better.
• We may constantly feel that we can do better, leading to perfectionism. This 
may mean that we are dissatisfied with ourselves and our achievements.
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• Low confidence in our abilities may make decision making difficult.
• We may expect negative evaluation from others, so will find it hard to 
communicate and socialise with people.
Reducing self criticism to combat low self-esteem
People with low self-esteem are often very critical of themselves. The following are 
ways to think about whether critical thoughts are valid.
• What is the evidence for that thought being true?
• What is the evidence against that thought being true?
• What is the effect of thinking critically?
• What would be a more positive alternative?
• Are you dwelling on the negatives and ignoring the positives?
Try to reward yourself for the positive aspects of what you do rather than criticise the 
negatives.
Enhancing self acceptance to combat low self-esteem
The following are ways that help us focus on positive aspects of ourselves.
List my achievements
Write a list of your achievements, no matter how small. Maybe you have passed your 
driving test, or cooked a good cake recently.
Focus on my positive sides
Write a list of the qualities you value in someone close to you.
Write next to each one the rating from 0-100 that that person would give you
Positive qualities diary
Write down some things you did yesterday that illustrate your good sides. Maybe you 
listened to someone who was upset, or made someone a cup of tea.
Then write next to each one what that means about you -  that you are kind or good at 
making tea.
Do this regularly and keep your notes in a book or diary to remind yourself of your 
positive qualities.
Summary
• Self-esteem is how we value ourselves as people.
• Low self-esteem develops over time as we learn how to view ourselves from our 
social experiences.
• There are some difficulties caused by having low self-esteem.
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• We can combat low self-esteem by challenging our self critical thoughts and 
enhancing our self acceptance.
Useful books
Melanie Fennell (1999) Overcoming Low Self-Esteem.
Elaine Sheehan (1998) Low Self-Esteem: Your Questions Answered.
Carolynn Hillman (1992) Recovery of your Self-Esteem: A Guide for Women.
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ANGER
What is anger?
A normal emotion experienced when we think that a situation is unfair. It is often 
interpersonal.
Different to aggression, which is a type of behaviour that may be a consequence of 
anger.
What happens when we feel angry?
What physical reactions would you notice?
• Heart beats faster
• Muscles tense up
• Breath more rapidly
• Blood pressure rises
How might you think?
• Focus on the situation that is making you feel angry
• Expect that the situation will lead to you feeling angry
• Think that the situation ought to be different
• Interpret the situation negatively, so you feel angry
• Think negative self statements such as “that’s it. I’ve had enough”
SCENARIO
The man next door has dumped rubbish in the alley next to your house three times. 
After the second time you asked him not to because it blocks the walkway, it is easy to 
trip over and hurt yourself in the dark, your children play there and it is unhealthy... 
Despite asking him not to, he has done it again and you are feeling very angry about 
it. What are the positive & negative aspects of this anger?
What are the positive consequences of anger? (Healthy anger)
• It makes us aware of situations that may require us to act or problem solve
• Increase the vigour of our responses
• It acts as a vehicle to communicate negative thoughts or feelings 
When is anger a problem? (Unhealthy anger)
It can distract us from concentrating on tasks, therefore decreasing our ability to 
perform well
It can disrupt our ability to process information
It can lead to verbal or physical aggression, which can mean that we do things that 
we will regret.
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How can I deal with anger appropriately?
BECOME AWARE OF ANGER REACTIONS
• Write a diary to identify what your anger reactions are
• Note down what your thoughts were -  can examine them afterwards
• Begin to distinguish between justified and unjustified anger
1. Learn to recognise the early warning signs.
2. The best thing to do is to leave the situation -  explain that you are too angry to 
discuss now.
3. Can prepare people in advance that is what you will do, so they understand.
4. Then you can do used the following techniques.
PHYSICAL
Reduces the physical sensations of anger
• Relaxation techniques including breathing
• Physical exercise
THOUGHTS
Helps to gain a realistic perspective of the situation -  may not be able to do this 
without leaving the situation first (if you feel too angry).
• Aim to be more flexible in your expectations of situations and your own reactions
• Use positive self statements rather than negative- negative can inflame anger 
further
• If you become angry with another person, think about their intentions -  did they 
intend to make you angry? What are alternative intentions? If they did intend 
to, are you going to let them win by getting angry?
• Distract yourself from ruminating about the problem, which can prolong the 
feeling of anger
• Reward yourself for dealing with a situation well (e.g. using a self statement -  
T’m handling this well’)
COMMUNICATION
• Stops anger building up
• Communicate your anger to the right person at the right time in the right way. 
PROBLEMSOLVING
Will go through this in more detail in another session.
Helps you feel in control of your environment and reduces the chance of feeling anger 
due to disorganisation
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Summary
Anger is a normal reaction to a situation we think is unfair.
There are a number of typical physical sensations and ways of thinking.
Anger can be healthy, but it can also become a problem for example if we become 
aggressive.
There are a number of ways we can deal with anger. The best is to:
1. Get out of the situation, explaining that you are too angry to remain.
2. Do something physical to reduce the physical sensations.
3. Use some of the cognitive techniques to reassess the situation.
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ASSERTIVENESS
What is assertiveness?
A way of behaving that expresses our feelings, beliefs and needs openly without 
violating our own rights or the rights of others. It is important to Imow your rights.
Passive-assertive-aggressive behaviour
These are three main ways of behaving that are composed of different verbal and non­
verbal behaviours (body language). See the attached sheets for a list of each.
Problems associated with not being assertive
Aggression: May result in other people being aggressive to you
May lead to difficulty in relaxing 
Relationships may be unstable 
Passivity: You may bottle up your anger and frustration
Others may make unreasonable demands on you.
Advantages of being assertive
• You can stand up for yourself without violating the rights of others
• You will respect the manner in which you deal with people and this may lead to 
improved self esteem
• You are more likely to get what you want
• Resentment and anger is less likely to build up
Assertiveness skills
USING APPROPRIATE COMMUNICATION SKILLS
• Clarifying to ensure everybody understands what is being said.
• Using I statements to take responsibility for your own behaviour and opinions.
• Differentiating between opinion and fact so you do not make assumptions about 
what others think -  they are less likely to be responsive to you if you do.
• Using positive talk -  show appreciation of others while acknowledging 
difficulties.
• Be specific about what you want to say.
• Be prepared to compromise -  being assertive means being willing to negotiate 
so everyone’s needs are considered.
USING ASSERTIVE NON-VERBAL AND VERBAL BEHAVIOUR
• See attached sheets.
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Saying no
Saying no is an assertive behaviour that a lot of people find difficult.
WHY IS IT DIFFICULT?
People have beliefs about saying no that make it difficult:
I think I am being unkind/rude/hurtful if I say no 
I think others’ needs are more important than mine.
I think that if I say no, others will stop liking me.
ASSERTIVE BELIEFS
I have the right to say no just as others have the right to ask. I have a choice.
By saying no I am refusing a request not rejecting a person.
If I say no to someone, they may feel more able to say no to me another time.
HINTS FOR SAYING NO 
Be polite and warm.
Keep it brief, avoid lengthy explanations.
Be honest about your feelings.
WAYS OF SAYING NO
Directly: without apologising, e.g. to a sales person (“No thanks.”)
Reasoned: with a brief explanation (“I can’t come for a walk because I am too 
tired.”)
Reflecting: acknowledge the other person’s wishes but say not (“I know you were 
looking forward to a walk, but I can’t come.”)
Enquiring: leaves room for negotiation (“I can’t come now, but how about later?”) 
Broken record: repeat the simple statement if the requester is very persistent (“No,
I don’t want to this afternoon”, “oh go on, it’s a lovely day”, “no, I don’t want to 
this afternoon.”)
Summary
• Assertiveness is a way of behaving that expresses our feelings, beliefs and needs 
openly without violating our own rights of the rights of others.
• There are three main ways of behaving (passively, assertively, aggressively) which 
are each characterised by different verbal and non-verbal behaviour.
• Two important assertion skills are to communicate effectively and to use assertive 
verbal and non-verbal behaviour.
• Saying no is often found to be difficult due to what people believe about it. By 
thinking about it in a different way, we may be more able to say no.
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PROBLEM SOLVING
What is problem solving?
Using systematic methods to identify problems and work towards achieving realistic
goals.
Stages in problem solving
Identify the problem to tackle first
• Best to start with one problem rather than trying to tackle lots at once.
• It needs to be specific, so “finding it hard to get work finished in my job” rather 
than “difficulties getting on in my job”.
• The problem may need to be broken down into a number of smaller problems.
• Start with a problem that is not too big to start with, so it feels achievable.
Set realistic goals
• Goals need to be realistic as they will not be achieved if they are too ambitious.
• Usually it is easier to start with a general goal, and then break it down into more 
specific goals.
• Use brainstorming to generate as many ideas for solutions as possible. Do not
consider the practicalities at this stage -  just write down as many as you can think
of.
• Use pros and cons technique to look at the advantages and disadvantages of 
carrying out each possible solution.
• Choose the most appropriate solution to implement.
Work out steps to carry out goals
• Sometimes only one step will be needed, sometimes more that one.
• Use brainstorming techniques to work out the steps if necessary.
Decide on the initial task
• The task should be realistic and practical.
• Plan it in details -  what, when, how, with whom, how often...
• Anticipate the likely consequences of carrying out the task so you can identify 
possible difficulties.
• Use cognitive rehearsal, i.e. rehearse it in your mind, to think through what 
might happen when the task is carried out to anticipate the consequences.
• Keep a detailed diary that focuses on the specific task, so you remember the
difficulties and the positive consequences of carrying it out.
• Carry out the task.
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Review progress
• Evaluate how the task went -  if  you were able to carry it out, how successful it 
was etc.
• Examine your beliefs about the possible consequences of carrying out the task.
• Use brainstorming to generate solutions for practical difficulties.
• Pick the most appropriate alternative.
• Carry out the solution.
Further implementation
• Decide what step comes next.
• Implement the problem solving steps from Setting realistic goals step-by-step until 
the problem has been dealt with.
Summary
• Problem solving is using systematic methods to identify problems and work 
towards achieving realistic goals.
• It involves working through a procedure step-by-step.
• The steps are:
Identify the problem to be tackled 
Set realistic goals
Work out the steps to carry out the goals 
Decide on the initial task 
Review the progress 
Continue the process
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Appendix 4
Example interview notes
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SRRP
What groups have you been doing over the past week? Word &
( D o  y o u  r e m e m b e r  c o m i n g  t o  a  l i v i n g  s k i l l s  g r o u p ? )  O '
(Whatwas the group about?) eXlee4V>.
1 want to make sure that the groups we are doing on the ward are useful so Fm 
going to ask you a few questions to find out a bit about your experience of the 
group.
What do you rcmembw about the group and what we talked about?
hhq we vdUjujt odTsdPO . ^  tve'd ciCMiUxJhu^
.
What is self-esteem? ,
Hoo \ ^ \ fo J j ^ O o J } > e X x - ^  Cl se.
Some of the beliefs that charactense low selfesteem?
{/^UodeueA youoU o fVvi f-g ipai
Some of the belief that characterise high self-esteem?
accefi-cy^H cC hA ^ . I.
\\\)cUM£iK. ajr^ d e t y  gr^cd j<^y  i/oL&ote_d do s<xu^-
How does low selfesteran develop? ^  t/te-oOy
W cf^'W Uveot^ ^  <:ikL6ed -
fiM ^axU U ^, fecuAÜ^
What problems are associated with low self-esteem?
UaCti^  cO i^'claA C e. tJcjrt f u i |n U A s /^  tvTAfi fotëtitxaÿ
How can we combat low self-esteem? gLoKjt xfjK Ü ^, CA/ug^ Â d b U X K oo  
Self criticism
Self acceptance Aûl<A'QA/W^-^yAAs^ Qà)€A  SMAûJUL onox.
Have you made any changes as a result of the group?
h&aUjLy .
<£br\'t tk&re 6  ck lof OÆ/K(to  bo
Have you learnt about self-esteem before?
?oÆ |ob  ' acH  y^p SWCA/üA±S
C b J L à ^ ^  toStv hzM. dUÎffcGuièCa^ - lûk% re :
What, if anything, did you gain from the group? Anyfliing that could be changed?
R od it  d L ^ c tU d  t o  c W w v 0 e .û x p 5 ^  f t o / v d . .
i \crduuo (ZWut fe^bre^  1 W t;eirv*t cU ctrv g ed
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Go 1 q jC u \JnA  Ur.
( i X U A i  jO U  tA M ^ O  i d k o  u M J  euWe/Y^ Hx O i d M M  ÛJL
1 (AxlXv/CCLu£Xb. )lJg(to^
(2iA <Ao oX(SàJ- ~iUaJt.
(ts  cftMs. am zJUlh ^  dA oy^
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Proof of dissemination of the results
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22"“* October 2004
TO WHOM IT MAY CONCERN
I am writing to confirm that Miriam Wright gave feedback of her SRRP to our service on24th 
August 2004. The feedback was well received and the research project very useful to the service.
Yours faithfully,
Dr
Consultant Clinical Psychologist
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An investigation into the effects of anxiety on breast
awareness
July 2006 
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ABSTRACT
BACKGROUND; A large body of research has examined the effects of cognitive 
factors on checking for breast cancer. Affective factors, specifically anxiety, have 
begun to be examined in this area. Results of the studies are equivocal, suggesting 
that the relationship between anxiety and breast awareness is not clear.
AIMS: The current study aimed to examine the relationships trait anxiety and breast 
cancer worry have with breast awareness.
METHOD: This cross-sectional study included a sample of 58 women who attended 
Community Mental Health Teams and a control sample of 52 women. All participants 
completed questionnaires about breast awareness, trait anxiety, health anxiety, breast 
cancer worry and two cognitive factors: perceived vulnerability and health locus of 
control. The breast awareness questionnaire was repeated two months later. 
RESULTS: A statistically significant correlation was detected in the clinical sample 
between trait anxiety and breast cancer worry. No relationship was detected between 
trait anxiety and breast awareness but a positive linear relationship was detected 
between breast cancer worry and breast awareness. There was evidence to support the 
theory that breast cancer worry and trait anxiety are different constructs, and relate 
differently to breast awareness.
DISCUSSION: There was no evidence that those with higher levels of trait anxiety 
should be targeted differently in health promotion campaigns to increase breast 
awareness. It is argued that the focus should be on those who are more likely to have 
high levels of breast cancer worry. Further research about what factors might increase 
breast cancer worry is recommended.
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INTRODUCTION
Breast cancer is one of the most prolific cancers, accounting for over 30 percent of 
cancers in women in 2000 (Office for National Statistics, 2003) and affecting one in 
nine women in their lifetimes (NHS Cancer Screening Programmes, n.d.^). Early 
detection is considered to be a major factor in increasing survival rates (NHS Cancer 
Screening Programmes, n.d.^). To increase the likelihood of early detection, the 
National Health Service (NHS) offers mammograms, which are x-rays of the breasts, 
to all women over the age of 50. It is also recommended that women are 
knowledgeable about their own breasts so they can detect any changes that might 
indicate breast cancer. Although the chance of getting breast cancer increases with 
age, the Department of Health suggest that breast awareness is important for women 
from their mid 20s (NHS Cancer Screening Programmes, n.d.^’^ ). In the US, women 
from age 20 are advised to carry out breast self-examination (BSE; National Breast 
Cancer Foundation, n.d.).
This introduction will present a review of the literature that examines factors related to 
breast awareness. Over the last 20 years, the literature regarding what factors relate to 
breast cancer screening behaviour has grown hugely. The focus has moved from 
factors that increase the likelihood of getting breast cancer, such as familial history, to 
cognitive factors, such as perceived risk of getting breast cancer. More recently 
affective factors, such as distress and anxiety, have received more attention in the 
literature. There is a relatively large literature about what relates to breast cancer 
screening behaviours including mammography (for example, Aro et al., 2001; 
Diefenbach et al., 1999; Lerman et a l, 1990; Siegler et al., 1995), clinical breast 
examination (for example, Gil et al., 2003; Kash et al., 1992) and BSE (for example, 
Erblich et al., 2000; Lerman et al., 1991; McCaul et al., 1996). This review will focus 
on the literature regarding the factors related to one of those methods, BSE. It begins 
by briefly considering the effects of family history of breast cancer, demonstrating 
that actual risk of breast cancer, measured by familial history, is not an effective 
predictor of BSE. This is followed by a discussion about the value of different 
cognitive factors in predicting BSE. Those mentioned in more detail are perceived 
vulnerability to breast cancer, self-efficacy (one’s belief in one’s ability to carry out
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BSE) and health locus of control, perceived severity of breast cancer and the barriers 
to and benefits of carrying out BSE. All but benefits of carrying out BSE are shown 
to have predictive value but it will be highlighted that other factors, particularly 
anxiety, should be considered for more accurate prediction of BSE. The literature 
regarding the effects of anxiety will be discussed next, demonstrating a lack of clarity 
about how anxiety and BSE are related. Some studies suggest that anxiety may 
motivate BSE, others that it inhibits it. Some theorise that there is a curvilinear 
relationship and others, no relationship at all. An attempt will be made to draw out the 
differing impacts of trait anxiety and breast cancer worry on BSE. Finally the ways 
that the current study builds on the literature will be presented.
The literature considered was selected through systematic literature searches using the 
PsychlNFO, PubMed, Web of Knowledge and Cochrane Review databases. Multiple 
combinations of the following search terms were used (* represents a wild card): 
anx*, worr*, cancer*, breast*, self*, exam*, screen*, predict*, high*, detect*, 
mammogram*, famil*, histor* and psychiatr*.
The literature examines factors related to screening behaviours for a number of 
different types of cancer, but breast cancer will be focused on here. Breast cancer 
screening methods include mammograms, clinical breast examination and BSE.
Breast awareness is a relatively new term, and replaces the advice to carry out BSE in 
the UK (NHS Cancer Screening Programmes, n.d.*’). Most studies looking at 
women’s own detection methods use BSE as the outcome variable. Due to the lack of 
research referring to breast awareness, the distinction between BSE and breast 
awareness will not be made in examining the literature. However, to begin, a brief 
description of what is meant by breast awareness is offered.
WHAT IS ‘BREAST AWARENESS’?
Breast self-examination (BSE) used to be the method by which women were advised 
to check their breasts for breast cancer. It entails following a detailed monthly 
procedure of feeling and looking at each breast to examine whether there are any 
changes that may indicate the early stages of breast cancer (Breastcancer.org, 2005).
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However, a longitudinal study in Shanghai suggested that it is not an effective method 
of decreasing mortality rates (Thomas et ah, 2002) and consequently 
recommendations in the UK have changed. Researchers taught approximately 
133,000 women a three-step BSE technique with a follow up reinforcement session 
two years later. A control group of approximately the same size were given 
concurrent sessions on lower back pain. The two groups were similar in risk factors 
for breast cancer. The authors detected no decrease in the number of deaths from 
breast cancer in the group who had been taught BSE, compared to the controls. An 
editorial in the British Medical Journal stated that Thomas et a lls  good quality study 
had clearly shown that BSE should no longer be recommended as a breast cancer 
screening tool but that ‘breast awareness’ was still crucial to the early detection of 
breast cancer (Austoker, 2003). In a recent Cochrane review, Kosters and Gotzsche 
(2005) also concluded that there was no evidence for the effectiveness of carrying out 
BSE and it should no longer be recommended as a cancer screening tool. The 
Department of Health now recommends breast awareness instead (NHS Cancer 
Screening Programmes, n.d.*’). Breast awareness emphasises the importance of 
knowing one’s breasts and being aware of changes that occur in appearance, 
discomfort, lumps or changes to the nipples. Women are still advised to look at and 
feel their breasts, but the emphasis on fixed procedure has been replaced with a focus 
on knowledge and awareness of one’s own breasts.
EFFECTS OF FAMILY HISTORY
A number of studies have examined the effects of family history of breast cancer on 
screening behaviours (for example Gil et ah, 2003; Lindberg & Wellisch, 2001; West 
et a l, 2003; Alagna et a l, 1987). Risk of breast cancer increases significantly when a 
close family member has been affected (NHS Cancer Screening Programmes, n.d.^). 
Gil et al. (2003) found that those with at least one first degree relative who had been 
affected by breast cancer were significantly more likely to carry out BSE than those 
without such history. They also found that the higher risk group were significantly 
more worried about their risk of developing breast cancer. However, West et al. 
(2003) found that in a sample of low-income African American women, there were no 
differences in adherence to BSE between groups of women with and without a family
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member who had had breast cancer. In addition, by measuring perceived risk, they 
found that over 80% of women with a family history of breast cancer did not appear to 
be aware of their increased risk. The authors concluded that this population of women 
living in a rural area with modest education (only 31% educated to high school level 
compared to 40% in Gil et a lls  study) and low income knew little about their risk, 
which may explain why their perceived risk was an underestimation of their actual 
risk. The distinction between perceived and objective risk is an important one which 
may go some way to explaining the different findings in these two studies.
Alagna et al. (1987) also compared groups of high and low risk women (based on 
familial history of breast cancer) on frequency and quality of BSE. They criticised 
previous studies for using frequency of BSE as the only outcome measure. However, 
the indictors they used for quality apply to the strict procedures recommended when 
carrying out BSE rather than breast awareness (such as using only fingertips to feel 
the breast and applying powder before examining). The results are presented together 
as a measure of quality. As it cannot be identified which aspects are still 
recommended and which are not, the measure is not relevant to the present study. The 
high-risk group was marginally significantly more fearfiil of performing BSE and they 
had a greater focus on breast cancer. The authors found no significant differences in 
frequency of BSE between the two groups. However, they did not measure perceived 
risk, only familial risk, and as noted above, objective risk may not lead to accurate 
perceived risk. Brain et al. (1999) showed support for the suggestion that familial risk 
is not sufficient in predicting BSE when they detected no significant differences in 
familial risk between those with three different frequency levels of BSE practice but 
that those who carried out BSE most frequently reported significantly higher levels of 
perceived risk.
These studies suggest that it is not familial risk per se which affects BSE behaviour 
but that cognitive factors, such as perceived risk of breast cancer may be more 
important in predicting BSE.
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EFFECTS OF COGNITIVE FACTORS
There are numerous models in the field of health psychology, such as the health belief 
model (HBM; originally developed by Rosenstock, 1966), protection motivation 
theory (Rogers, 1975), the theory of planned behaviour (Ajzen, 1991), the theory of 
reasoned action (Fishbein & Ajzen, 1975; Ajzen & Fishbein, 1980) and the health 
action process approach (Schwarzer, 2002), concerning the reasons people act in 
certain ways with regard to their health. Most models emphasise cognitive factors and 
beliefs. The literature regarding the relationships between predominant cognitive 
factors and BSE is discussed here. It is demonstrated that a number of cognitive 
factors play significant roles in the prediction of BSE, but that focusing solely on 
cognitive factors may be insufficient, and other factors, particularly anxiety, need to 
be considered.
In his comparison of four models of health-protective behaviour, Weinstein (1993) 
highlights the cognitive factors that frequently arise as being important. Perceived 
vulnerability to the risk, perceived severity of the risk, self-efficacy and health locus 
of control, and costs and benefits of the health-protective behaviour are amongst the 
most prevalent and relevant for the present study. Their associations with BSE are 
discussed below. Others not mentioned further in the present review include beliefs 
about the curability of breast cancer (for example, Lerman et a l, 1991), cues to action 
(for example, Umeh & Rogan-Gibson, 2001) and beliefs about social norms with 
regard to breast awareness (for example, McCaul et al., 1993).
Perceived vulnerability
Perceived vulnerability in health literature
Perceived vulnerability refers to a woman’s subjective belief about her personal risk 
of getting breast cancer. This is sometimes referred to in the literature as perceived 
susceptibility (Lerman et a l, 1991; Kash et a l, 1992), but the majority use the term 
perceived vulnerability (Miller et a l, 1996; McCaul et a l, 1996; Cameron, 1997), 
which will be used here.
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Perceived vulnerability was mentioned above (as perceived risk) and the importance 
of considering it is further highlighted by a number of studies showing that there is 
often a low (Aiken et al., 1994; Gil et al., 2003) or even negative (Schwartz et al., 
1995) correlation between the objective risk of a woman getting cancer and her 
perceived vulnerability. Lerman et al. (1995) found that more than 60 percent of 
women with a familial history of breast cancer taking part in specific counselling 
continued to ‘extremely’ overestimate their level of risk after being given detailed 
information about their personal risk. However, as mentioned above. West et al.
(2003) suggest that reduced knowledge about breast cancer and their risk levels led 
women with a family history of breast cancer to underestimate their risk. In Lerman 
et a l.'s{\99 \)  study, women were exposed to lots of information about breast cancer, 
which may help to explain why these women tended to overestimate their risk in 
contrast to the women in West et a/.’s (2003) study. This further demonstrates the 
need to look beyond objective risk in considering the association between risk and 
breast cancer health-protective behaviours.
The relationship between perceived vulnerability and breast awareness
Many of the health-protective behaviour models suggest that perceived vulnerability 
motivates self-protective behaviour (Milne et al., 2000; Weinstein, 1993) and it is 
examined in much of the literature regarding BSE (for example. Champion, 1991; 
Lerman et al., 1991; Luszczynska & Schwarzer, 2003; McCaul et al., 1996). McCaul 
et al. (1996) detected small but significant positive correlations between perceived 
vulnerability to breast cancer and BSE frequency and intention (between rs = .08 and 
.18). Brain al. (1999) divided women into three groups based on BSE frequency 
and detected significantly higher perceived vulnerability in women who carry out 
more frequent BSE. Lerman et a/. (1991) found that women who perceived their risk 
of breast cancer to be the same or greater than the average woman reported stronger 
intentions to get future mammograms but it was not associated with BSE frequency. 
These studies were all cross sectional and so did not examine the effects of factors 
such as perceived vulnerability, on future actual behaviour. Lerman et al.'s {\99\) 
took place three months after receiving notification of mammogram results, and so a
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longitudinal study may have elicited different results regarding the relationship 
between perceived vulnerability and future BSE behaviour.
Luszczynska and Schwarzer (2003) found that perceived vulnerability was not 
significantly associated with behavioural intentions. To measure perceived 
vulnerability, the authors asked participants to rate their vulnerability compared to the 
average woman’s. It is possible that this taps into a slightly different concept -  if a 
woman is particularly anxious about breast cancer, it is possible she would rate all 
women’s chances of getting it as high. Consequently, she may rate her own 
vulnerability as no higher than the average woman’s. Miller et al. (1996) highlight the 
numerous ways perceived vulnerability is measured in the literature. For example, 
Lerman and colleagues (1991) asked women to pick a category of risk, such as ‘ 1 in 
5’ or ‘1 in 10’ and Luszczynska and Schwarzer (2003) asked women to rate their 
perceived risk as compared to the average woman’s. This diversity in measurement 
techniques may provide some explanation for the different findings regarding the 
association between perceived vulnerability and BSE.
This section has touched on some of the research examining the association between 
perceived vulnerability on BSE behaviour and intentions. Although there is some 
variety in the findings, it illustrates that perceived vulnerability is likely to be an 
important factor when considering what impacts on the practice of BSE. However, 
the diversity of tools used to measure perceived vulnerability suggests that different 
concepts may be tapped into when asking about it, and there may be factors, such as 
anxiety about getting breast cancer, which interact with its relationship with BSE.
Self-efficacy
Self-efficacy in health literature
Self-efficacy is another cognitive factor commonly believed to be important in the 
prediction of health-protective behaviours (Weinstein, 1993). Self-efficacy refers to 
the person’s perceptions about their ability to carry out the behaviour (Cameron, 
1997). This has been reflected in theoretical models such as the theory of planned
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behaviour (TPB; Ajzen, 1991), which extended the theory of reasoned action 
(Fishbein & Ajzen, 1975; Ajzen & Fishbein, 1980) to include perceived behavioural 
control. This acknowledges that concerns about one’s ability to act in a certain way 
may affect the motivation to act in that way. In a meta-analysis of the literature that 
used protection motivation theory (Rogers, 1975) to predict health related behaviours, 
Milne et al. (2000) found that self-efficacy was the most robust of a number of 
cognitive variables in predicting concurrent behaviour (average r = .36 p<.001). It 
was also one of only three which was significantly related to future behaviour 
(average r = .22, p<.001).
The relationship between self-efficacy and breast awareness
A number of studies have suggested that high self-efficacy is related to higher levels 
of BSE practice (for example, Alagna et al., 1987; Dundar et al., 2006; Kash et al., 
1992; Stefanek & Wilcox, 1991). Alagna et al. (1987) examined factors which predict 
BSE in women with a high risk of breast cancer compared to those with a low risk. 
Self-confidence about the ability to perform BSE (self-efficacy) was the strongest 
predictor of BSE frequency in both groups, (accounting for 44 percent of the variance 
in the high risk group and 35 percent in the low risk group). In fact, it was the only 
significant predictor in the low risk group. Stefanek and Wilcox (1991) found a 
significant moderate relationship between self-efficacy and BSE frequency (r = .34, 
p<.01). However, this paper emphasises the idea of competence in performing BSE in 
a particular way, advocating methodical BSE teaching, which is no longer 
recommended in the UK. This focus on specific learnt skills may mean that the 
importance of self-efficacy, one’s belief in one’s ability to carry out the behaviour, is 
inflated in comparison to its relationship with the less rigid or skills based approach of 
breast awareness.
Two additional studies detected a significant relationship between BSE and self- 
efficacy using prospective designs. Clarke et a/. (1991) examined the factors which 
predicted actual BSE practice a year later. The initial measurement took place 
following BSE training sessions, which are no longer recommended, but the study is 
one of few prospective studies in this area. The authors found that self-efficacy was a
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significant independent predictor of intentions to use BSE, but also of actual BSE 
practice a year later. Champion (1990) also used a prospective design and found that 
confidence in BSE ability (self-efficacy) had predictive value in determining BSE a 
year later.
Health locus o f  control
In conjunction with self efficacy, health locus of control examines the degree of 
control regarding one’s health that is attributed to oneself (internal), to chance or to 
powerful others. Studies have looked at health locus of control with regard to breast 
cancer screening (for example Bundek et al., 1993; Aro et al., 2001) and one will be 
mentioned briefly. Bundek et al. (1993) examined the role of health locus of control 
in cancer screening, finding evidence for the hypothesis that a high internal locus of 
control score predicted frequency of BSE (accounting for 12.7 percent of the 
variance). They also found that control by powerful others had a positive relationship 
with BSE frequency, but the predictive value was far less powerful (accounting for 
only 2 percent of the variance). Although the sample in this study was restricted to 
Hispanic women over 55 years old, there is some indication that an internal health 
locus of control may be predictive of BSE frequency.
Perceived severity
Perceived severity in health literature
Perceived severity refers to the belief in the seriousness of the indicated outcome. A 
high score on perceived severity, indicates the belief that the outcome is very serious. 
Milne et al. (2000) found that whilst perceived severity was associated with health 
protective intentions, there was no relationship with subsequent behaviour, suggesting 
that it may not be of as much value in predicting whether people carry out health- 
protective behaviours as other cognitive factors.
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The relationship between perceived severity and breast awareness
There are mixed results in the literature about the association between perceived 
severity of breast cancer and BSE. Umeh and Rogan-Gibson (2001) detected a 
negative correlation of medium effect (r = -.28, p<.05) indicating that low perceived 
severity was related to regular use of BSE. However, other studies have not found 
evidence of this relationship (for example Kash et al., 1992; Alagna et al., 1987). In a 
logistic regression model, Umeh and Rogan-Gibson’s results suggested that low 
perceived severity of breast cancer was one of the factors to independently predict if 
the participant regularly carried out BSE. The authors note that due to the cross- 
sectional nature of the study, it is not possible to know in which direction the effects 
occur. For example, high perceived severity may induce anxiety and denial 
precluding the regular practice of BSE, or it could be that infrequent BSE leads to 
high estimates of severity of breast cancer. It could be hypothesised that there would 
be little variance in the measure, with most people perceiving the severity of breast 
cancer to be high. In addition, they highlight that the use of a single dichotomous 
question to measure regularity of BSE means that greater detail of BSE practice is 
lost. The term ‘regular’ is also open to interpretation by the participants. This study 
does illustrate that there may be some predictive value of perceived severity on 
behaviours involved in breast awareness, but may also indicate the need to consider 
other factors, such as anxiety, to gain a greater understanding about the nature of the 
relationship between perceived severity and BSE.
Kash et al. ( 1992) reported no relationship between perceived severity and regular 
BSE but they did not report the statistics they used to determine this or the coefficients 
they based their conclusion on, so it is not possible to look more closely at their 
findings. Alagna et al. (1987) also found no difference in perceived severity between 
two groups of women classified as having high or low risk of breast cancer. They also 
note that perceived severity was not a significant predictor of BSE frequency in either 
group. However they found a significant interaction between perceived severity of 
breast cancer and group in predicting BSE -  as perceived severity increased in the low 
risk group, BSE frequency increased but as perceived severity increased in the high 
risk group, BSE frequency decreased, although there were no overall differences
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between the groups in either perceived severity or BSE frequency. Alagna et al. 
(1987) suggest that someone with a high risk of breast cancer has a greater need to 
confront the reality of it for herself and within her family. Higher perceived severity 
of the disease for her is therefore likely to generate anxiety, which may lead to 
avoidance of BSE, whereas for someone with a low risk, BSE may provide 
reassurance about her health. The woman with a high risk is unable to control her 
chances of getting breast cancer, but avoidance may serve to control her anxiety about 
it. This again highlights the importance of considering emotion, specifically anxiety, 
in predicting BSE.
Barriers to and benefits of the behaviour
The perceived costs and benefits of carrying out BSE are examined in some of the 
literature (for example, Erblich et al., 2000; Umeh & Rogan-Gibson, 2001).
Perceived barriers refer to the factors women predict will prevent them from carrying 
out the behaviour (Umeh & Rogan-Gibson, 2001). Perceived benefits are those 
factors which are gained from carrying out the behaviour (such as earlier detection of 
a lump and reduced anxiety). Erblich et al. (2000) found that those who perceived 
there to be fewer barriers to BSE (such as embarrassment, time constraints and pain) 
carried out significantly more frequent BSE. In contrast to this, they found no 
difference in perceived benefits of BSE between groups of women with different BSE 
frequencies. This finding was replicated by Umeh and Rogan-Gibson (2001) who 
found that perceived barriers significantly predicted failure to earry out regular BSE, 
whereas there was no association between BSE and perceived benefits.
Weinstein (1993) highlights that the boundary between perceived barriers and self- 
efficacy is not clear, as what is labelled as a barrier in carrying out the behaviour is 
likely to directly affect the person’s perception of their ability to carry it out. In fact 
one of the questions used by Umeh and Rogan-Gibson (2001) to measure perceived 
barriers was “ I am afraid I would not be able to do breast self-examination” (page 
368) which seems to refer to self-efficacy directly. It seems that perceived benefits 
may not be of particular value in predicting BSE and perceived barriers, whilst 
appearing to have a significant relationship with BSE, may be entwined with self-
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efficacy and the measurement tools used have not sufficiently separated it from this 
construct.
A criticism of current literature is the need to carry out research in more diverse 
populations (Cameron, 1997). This was addressed by Owen et al. (2002) who used a 
structured interview with women with mental health difficulties to examine what they 
reported the barriers to cancer screening to be. Interestingly the focus in their research 
was on barriers such as difficulties with transport and adverse experiences and 
although embarrassment was mentioned, anxiety was not. This seems to highlight the 
lack of awareness of the potential impact of affective factors such as anxiety on 
cancer-screening behaviours, even when carrying out research with a sample of 
women who may be more likely to have high levels of distress and anxiety.
Summary of effects of cognitive factors
This section has mentioned the most prevalent cognitive factors in the literature 
regarding BSE: perceived vulnerability, perceived severity, self-efficacy including 
health locus of control and barriers and benefits of carrying out the behaviour. It was 
demonstrated that these factors may play significant roles in predicting BSE but the 
need to consider other factors, particularly anxiety, was highlighted. The study by 
Kash et al. (1992) confirms this in their finding that none of the cognitive factors 
measured were predictive of BSE (including perceived vulnerability, perceived 
severity and costs and barriers), but there were relationships between anxiety and 
BSE. The literature about the role of anxiety is presented next.
EFFECTS OF ANXIETY
Although some of the literature has looked at the relationship between general distress 
and breast cancer screening behaviour (for example Erblich et al., 2000), the majority 
has focused on more specific anxiety constructs. This literature will be reviewed 
below, after a brief consideration of the constructs that are encompassed by ‘anxiety’.
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What is anxiety?
The term anxiety refers to a number of constructs. There are clinical definitions of 
anxiety disorders that significantly interfere with people’s lives. These include 
specific anxiety disorders, such as specific phobias, anxiety about particular situations 
such as social environments or panic disorders (see American Psychiatric Association, 
1994). These tend to be characterised by: worrying thoughts (including ruminating 
about the feared issue), physical symptoms (such as increased heart rate, sweating, 
increased breathing rate and muscle tension), unpleasant emotional responses (such as 
fear), and behavioural avoidance of the feared situation in order to protect oneself 
from experiencing the anxiety. In addition, generalised anxiety disorder (GAD) refers 
to a more pervasive experience of high levels of anxiety, including some to the 
experiences described about, which affects one’s daily functioning over a long period 
of time. It is estimated that one in 20 people will experience an anxiety disorder in 
their lifetimes (NHS Direct, 2006), highlighting the importance of examining the 
effects of anxiety on health protective behaviours.
Anxiety may also refer to a personality trait regarding the level of worry that a person 
tends to experience in their daily lives. This refers to a stable characteristic that is 
part of the personality make up of a person. Finally, the term anxiety might indicate a 
specific state that everyone experiences from time to time and fluctuates over time. 
This might include worry about a specific situation, such as an exam, or getting breast 
cancer, and it is intuitive that some worry is essential for motivation. Why would we 
revise for an exam or carry out any health protective behaviour, if we were not at all 
worried about the impact of the outcome? It may be that these constructs have 
different relationships with behaviour.
Is ‘anxiety’ the same as ‘worry’?
Although worry and anxiety are often used interchangeably in the literature regarding 
cancer screening behaviours (Consedine et al., 2004), there is evidence that they are in 
fact different constructs. Above, the distinction between a stable and pervasive trait 
anxiety and a more transient worry construct was described. In his examination of
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three worry questionnaires, Davey (1993) demonstrated variance that was not 
accounted for by trait anxiety, suggesting that worry is a separate concept. Davey et 
al. (1992) suggest that worry may be related to problem solving, information seeking 
and regulation of affect, whereas trait anxiety was associated with poorer confidence 
in problem solving, avoidance coping strategies and poorer perceived personal 
control. Gladstone and Parker (2003) also suggest that worry may be a cognitive 
process distinct from the broader affective term ‘anxiety’. They agree that non- 
pathological worry can be useful in motivating and problem solving. However, they 
note that high levels of worry can lead to catastrophising -  speculating about 
disastrous outcomes -  which may have a negative effect on performance through 
avoidance.
As some of the literature regarding breast awareness does not clearly define what is 
being measured when ‘anxiety’ is mentioned, it is not always possible to be sure what 
effects are attributable to general or trait anxiety and what to cancer-specific worry 
(defined by Hay et a l, 2005, as ‘an emotional reaction to the threat of cancer’, page 
519). This is highlighted in the following discussion about the effects of anxiety and 
cancer-worry on breast awareness behaviours, before considering how the current 
study builds on this literature.
How does anxiety and cancer-worry affect breast cancer screening behaviour?
Two review articles have examined the literature about the relationship between 
anxiety and cancer screening. Hay et al. (2005) looked specifically at the effects of 
cancer worry. They suggest that there is little agreement regarding its role in 
predicting screening behaviours. As discussed below, some studies have found a 
positive relationship between anxiety and breast cancer screening (Brain et a l, 1999; 
Diefenbach et a l, 1999; McCaul et a l, 1996), others, a negative one (Kash et a l,
1992; Lerman et a l, 1990; Lindberg & Wellisch, 2001). Some suggest that there is no 
relationship between anxiety and screening behaviour (Diefenbach et a l, 1999; 
McCaul et a l, 1998), others suggest that the relationship is not linear, but rather an 
inverted U-shaped curve whereby very low and very high anxiety reduce the 
likelihood of screening but moderate anxiety facilitates screening behaviour (Hailey,
180
Major research project
1991 ; Lerman et al., 1991). Hay et al. (2005) noted that low overall levels of worry 
have made it difficult to effectively test theories about the relationship between worry 
or anxiety and cancer screening. In their review of literature looking at the impact of 
fear, anxiety and worry on breast screening behaviours, Consedine et al. (2004) noted 
that research tends to assume that there will be a linear relationship, and the authors 
point out that a more complex relationship should be considered. Following is a 
review that demonstrates the gaps in understanding that still exist in this area.
There is a positive relationship between anxiety or worry and screening behaviour
Various studies have found that higher anxiety levels are associated with increased 
cancer screening (for example Brain et al., 1999; Cohen, 2002; Diefenbach et al.,
1999; McCaul et al., 1996). McCaul et al. (1996) measured worry about getting 
breast cancer and found that those with the highest levels of worry were more likely to 
engage in health protective behaviours -  both behaviour and intention to behave in 
relation to mammograms and BSE. In addition, they used partial correlations to 
ensure that the relationship between breast cancer worry and BSE could not be 
explained by another variable, perceived vulnerability. Although perceived 
vulnerability and breast cancer worry were correlated both at baseline and 
prospectively, they reported small, but significant relationships between breast cancer 
worry and BSE after controlling for the effects of perceived vulnerability (from r = .10 
to .18; ps<. 10). There are a number of limitations that affect the extent to which the 
results of this study can be generalised. Family or personal history of breast cancer 
was not taken into account which could have an impact on the level of worry 
participants experience or protective behaviours they carry out. In addition, only 
breast cancer worry was measured and general anxiety may have a different effect on 
health protective behaviours. However, this study does indicate that, for these 
participants, a higher level of breast cancer worry was associated with greater 
likelihood of engaging in screening behaviours.
Diefenbach et al. (1999) measured the effects of both cancer worry and general 
distress in a group of women who had a family history of breast or ovarian cancer on 
mammography use. They found a positive relationship between mammography
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adherence and breast cancer worry but no apparent relationship with general distress 
(discussed below). They highlight that the participants reported moderate levels of 
cancer worry, and suggest that moderate levels facilitate screening behaviour whereas 
high levels, such as in Lerman et al.'s (1990) study, where 26% of the women felt 
‘extreme’ levels of anxiety about mammograms, may inhibit screening. Stefanek and 
Wilcox (1991) also highlighted that the moderate correlation they found between 
anxiety and screening practices may indicate the motivational nature of moderate 
anxiety but noted the potential for high anxiety in being disabling.
The study by Brain et al. (1999) is also worth mentioning here. They examined the 
relationships between anxiety and BSE in groups of women with a family history of 
breast cancer who were divided into groups of infrequent, appropriate and excessive 
self-examiners. Although it is now argued that this divide may not be appropriate as 
there are no guidelines for ff equeney of checking in the UK, conclusions can still be 
drawn from the results about what leads to higher frequency of checking. They 
detected a significant positive relationship between cancer worries and BSE. They 
also noted that those with the highest frequency of checking reported significantly 
higher trait anxiety than the other groups, although this effect was weaker. They 
suggest that the results may indicate the possibility of an inverted U-shaped curve, 
whereby those who examined themselves monthly or fortnightly reported lower levels 
of trait anxiety than those carrying out BSE at a higher or lower frequency. This trend 
was not significant, but may suggest a relationship that has been found by others and 
is discussed in more detail later.
There is a negative relationship between anxiety or worry and screening behaviour
In contrast to the studies described above, a number of studies have found that anxiety 
has a negative relationship with breast cancer screening (for example Aro et al. 2001; 
Kash et a l, 1992; Lerman et al., 1990; Lindberg & Wellisch, 2001). Kash et al.
(1992) carried out research into the factors affecting screening behaviour for those 
who had a family history of breast cancer and measured both trait anxiety and cancer- 
related anxiety. They also found that increased anxiety was associated with decreased 
screening behaviours -  those with high anxiety were less likely to attend
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mammography screening as arranged, less likely to attend for clinical breast 
examination and less likely to perform BSE. However, they did not specify whether 
‘anxiety’ referred to trait anxiety or cancer-related anxiety.
Lindberg and Wellisch (2001) found a small to moderate negative relationship (r =
.21, p<.01) between anxiety regarding BSE and BSE compliance in those with a 
family history of breast cancer. Interestingly, they found no relationship between trait 
anxiety and BSE compliance. This highlights that there may be an important 
distinction between the effects of screening specific anxiety and more general anxiety 
on screening behaviours, supporting Davey et a/.’s (1992; Davey, 1993) theory that 
worry and anxiety are two separate constructs. It is also important to note that, for 
each screening behaviour examined, the authors measured screening compliance on a 
single self-rated three point Likert scale from ‘generally compliant’ to ‘rarely 
compliant’. The use of the word ‘compliant’ may be open to the effects of 
interpretation as well as embarrassment or anxiety, which could affect the accuracy of 
the data.
Lerman et al. (1990) examined factors predictive of mammography adherence. They 
found that women were more likely to have a first mammogram if it had been 
recommended by their physician or if they had a friend who had breast cancer -  their 
level of anxiety was not predictive of this. However, anxiety levels did predict 
whether they would have repeat mammograms. Those with high anxiety were less 
likely to have had more than one mammogram than those with little or no anxiety. It 
seems that anxiety had a detrimental effect on the likelihood of having further 
mammograms for these women. The authors note that the difference in the 
relationship anxiety had with first mammograms and with repeat mammograms 
suggests that the mammogram process itself may create anxiety for some, and it is this 
anxiety which may influence whether a mammogram is sought again in the future. In 
addition, the specifics of what the term ‘anxiety’ encompasses in this study are not 
clear, as few details about how it was measured are included. As Lindberg and 
Wellisch (2001) suggested, general or trait anxiety and cancer-specific worry may 
have different relationships with screening behaviours.
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There is no relationship between anxiety and screening behaviour
A number of studies have suggested that there is no relationship between general 
anxiety and screening behaviour (for example Diefenbach, et al. 1999; Erblich et al., 
2000; Lindberg & Wellisch, 2001; McCaul et al., 1998). Similarly to Lindberg and 
Wellisch’s (2001) findings in relation to BSE, Diefenbach et al. (1999) found that 
cancer worry was significantly associated with mammography use, but that no such 
relationship was indicated between general anxiety and screening use. Diefenbach et 
al. point out that general distress was at minimal level, so it may be the case that 
higher levels of general anxiety would be more likely to have an effect on screening 
behaviours. However, 45 percent of the participants in Lindberg and Wellisch’s 
(2001) study scored above the clinical cut off on the trait anxiety scale. They do not 
report how far above the cut off the anxiety scores lay, but this may be an indication 
of a lack of relationship between trait anxiety and BSE even when trait anxiety is high.
McCaul et al. (1998) also found that trait anxiety was not related to BSE frequency or 
intention, where cancer worry had a significant moderate relationship with BSE 
frequency and intention at both baseline (r = .37 and r = .32 respectively) and follow 
up a month later (r = .31 and r = .22 respectively, all p<.05). The authors conclude 
that this is evidence for worry and anxiety being different constructs, with worry being 
more constructive and indicative of problem solving.
The relationship between anxiety and screening behaviour is curvilinear
Discussions of the studies in the above sections have indicated that, although there 
seems to be a lack of consensus about the direction of the effect of anxiety on cancer 
screening, a curvilinear relationship may go some way to explain these differences. 
This has been proposed by a number of authors (for example Hailey, 1991; Lerman et 
al. 1991) as consistent with Janis and Feshbach’s (1953) fear arousing 
communications theory based on their classic study about communication of dental 
hygiene. The theory suggests that a moderate level of fear is optimal for motivating 
health-protective behaviours as a high level can lead to avoidance. One important 
point noted by Hailey (1991) is that anxiety levels are relatively low in the majority of
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studies regarding anxiety and breast eancer screening. McCaul et al. (1996) suggest 
that their worry measure may be examining what they call “emotional moments” 
rather than pathological worry. In other words, the worry measured in their study was 
unlikely to affect functioning in the participants. It could be hypothesised that women 
at greater risk of breast cancer are likely to have higher levels of cancer anxiety. In 
Kash et al.'s (1992) study, the authors measured the effects of anxiety in women at 
high risk of breast cancer due to familial history of breast cancer. They found that 
anxiety was associated with decreased screening behaviour whereas other studies have 
found an association with increased screening behaviour. The theory that there is a 
curvilinear relationship between anxiety and cancer screening behaviour, might 
explain this difference. Studies where the participants had relatively low anxiety 
showed a positive linear relationship, such as McCaul et a/.’s (1996), but in Kash et 
al.'s study, where the anxiety experienced may have been relatively high, a negative 
linear relationship is demonstrated. It may be that these studies included participants 
with a limited range of anxiety therefore not including the variance in anxiety scores 
required to demonstrate a curvilinear relationship. Lerman et al. (1997) highlight the 
difficulty they had with testing for a curvilinear relationship due to the lack of 
participants with high distress levels. It may be that this mirrors the samples used in 
many studies.
Two studies were found that demonstrate a curvilinear relationship between anxiety or 
cancer worry and BSE. Lerman et a/. (1991) were the first to indicate this relationship 
between psychological distress and frequency of breast self-examination. They found 
that those who reported a moderate impact of cancer worries on mood and functioning 
were more likely to report monthly BSE than those reporting low or high impact of 
cancer worry (OR = 2.1, p<.01). The participants in this study had all had a 
mammogram recently and it may be that this caused heightened emotions, allowing 
for the demonstration of the curvilinear relationship. One of the limitations of this 
study was the use of only one item to measure a number of the factors, particularly the 
cognitive variables such as perceived efficacy of mammograms and curability of 
breast cancer. Consedine et al. (2004) point out the frequent unreliability of single­
item measures, and suggest that multiple items are required to provide a reliable 
measure of a concept. However, this study demonstrated some important findings. It
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seems that moderate levels of cancer worry may facilitate greater likelihood of 
monthly checking or more than low or high levels of cancer worry.
Bowen et al, (2004) replicated Lerman gr o/.’s (1991) findings that moderate cancer 
worry is related to the highest odds of BSE performance compared to low and high 
cancer worry. However, unlike Lerman et a l, they also included a measure of general 
anxiety, which demonstrated a different relationship with BSE, whereby lower and 
higher general anxiety was related to higher BSE. The authors offer no explanation 
for this finding, which is difficult to make sense of clinically, except to say that it 
provides evidence that general anxiety and cancer-specific worry work through 
different mechanisms.
DEVELOPMENT OF PRESENT STUDY
The high prevalence of breast cancer highlights the need to examine the factors which 
affect the execution of detection behaviours. Breast awareness is recommended by 
the NHS (NHS Cancer Screening Programmes, 2003) as a quick, economic method 
which women can carry out themselves, so is a particularly important technique to 
focus on. This review of the literature has demonstrated some confusion about the 
effects of anxiety on breast awareness behaviours. A number of issues have been 
raised that indicate that further research is required. The evidence that anxiety and 
worry may be different constructs and therefore have different effects on breast 
awareness behaviour suggests that both constructs need to be considered. On the 
whole, the literature has not reflected this, sometimes not even defining what is meant 
by the term being used (for example, Lerman et al,, 1990). In looking at the effects of 
anxiety on breast awareness in this study, both trait anxiety and cancer-specific worry 
were measured and the methods for evaluating each will be clearly stated.
The level of anxiety experienced by those taking part in previous research was also 
raised as a relevant factor. In their review of literature regarding the effect of family 
history on BSE, Hailey (1991) argued that family history may be a factor in the 
anxiety felt by the women. They suggest that a curvilinear relationship is most likely 
between anxiety and BSE but that much research does not include participants with a
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wide enough range of anxiety levels to demonstrate it. In addition, Cameron (1997) 
points out that further research needs to look at more diverse populations. This study 
focuses on a sample of women who attend a community mental health team (CMHT). 
CMHTs provide mental health services for people with severe and enduring mental 
health difficulties (Department of Health, 2002). It is likely that people in this 
population will have higher levels of trait anxiety than the general population. A 
control group of women working at or post-graduate students of a psychology 
department of a university, who are likely to have lower trait anxiety levels, were also 
included. Studies have looked at populations with high anxiety before, but always due 
to high risk of breast cancer, leading to high cancer-specific worry rather than in 
samples who may be more likely to have high trait anxiety. No studies were identified 
that examined the effects on BSE of high anxiety that was not related to high risk of 
breast cancer. It could be that BSE is influenced in those with high trait anxiety but 
that this group has been neglected in research about BSE. The clinical sample in this 
study were likely to have higher levels of trait anxiety, but as they are not a high risk 
population for breast cancer, may not have particularly high levels of cancer worry. 
Due to the likely lack of high cancer-specific worry in this sample, cancer-worry may 
appear to be a motivating factor in breast awareness so will be positively correlated 
with breast awareness behaviours and intentions.
In order to address the issue of variability in measurement, the present study used 
measures of different anxiety constructs; trait anxiety, health anxiety and cancer- 
worry. A measure of perceived vulnerability to breast cancer and a health locus of 
control measure were also included to look at what the independent effects of anxiety 
are and how they interact with cognitive factors. This is in line with recent studies 
which used a number of measures of anxiety as well as a measure of perceived risk 
(for example, Bowen et a l, 2004; Lindberg & Wellisch, 2001). Consedine et al.
(2004) highlighted the potential for issues about reliability in using single items to 
measure a construct. Multi-item tools were chosen for all variables measured in this 
study.
McCaul et al. (1996) highlight that many studies use cross sectional designs making 
them difficult to interpret. Conclusions about whether worry leads to screening
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behaviour or the behaviours contribute to the worry cannot be drawn using such a 
design. They suggest that prospective designs can give more information on the 
direction of the relationship. In order to do this, they measured intentions to carry out 
BSE and have a mammogram, as well as past behaviour. Although self reports of 
BSE frequency are often overestimates (Alagna et a l, 1987) McCaul et a l  suggest 
that this will not necessarily affect the relationship between worry and protective 
behaviours unless we have reason to believe that people with different levels of worry 
are more or less likely to overestimate their BSE rate. In the present study, questions 
were asked to identify intentions for future behaviour and current frequency of 
checking. This measure was repeated two months later to add a prospective element 
to the findings. It is recognised that this may raise concerns about the Hawthorne 
effect (Roethlisberger & Dickson, 1939), which suggests that the process of taking 
part in research about a behaviour may affect the likelihood that the behaviour is 
carried out. However, O’Sullivan et a l  (2004) carried out research which suggested 
that this effect is less relevant for health research where the behaviour will have less 
of an immediate impact (previous research was related to occupational settings where 
the behaviour being studied may have a direct effect on the participants’ 
employment).
It has been proposed that worry may be more constructive than trait anxiety, leading 
to more helpful problem solving behaviours rather than emotion focused coping 
(Davey et a l, 1992; Davey, 1993). However, the authors suggested that very high 
levels of any type of anxiety or worry are likely to lead to avoidance of health 
protective behaviours. The present study aimed to examine the relationships between 
the different anxiety constructs and breast awareness, taking into account potentially 
important cognitive variables. The following hypotheses were developed in relation 
to the participants taking part, who are likely to have a wide range of trait anxiety, but 
low cancer-specific worry.
Main hypotheses (relating to clinical sample);
1. Trait anxiety is positively correlated with breast cancer worry.
2. Breast cancer worry is positively related to breast awareness.
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3. High and low trait anxiety is related to low levels of breast awareness (through 
lack of motivation and avoidance respectively) and moderate trait anxiety 
facilitates breast awareness.
4. Trait anxiety and breast cancer worry are different constructs, accounting for 
different proportions of the variance in breast awareness.
Subsidiary hypotheses:
5. The control sample will have statistically significantly lower trait anxiety and will 
therefore have a different set of relationships with the other variables than the 
clinical sample.
6. There may be a different relationship between health anxiety and breast awareness 
in the clinical sample (who may be more likely to have particular worries 
regarding their health) than that demonstrated in the control sample.
7. Relationships between anxiety and worry variables and breast awareness variables 
will be independent of the effects of cognitive variables (perceived vulnerability 
and health locus of control).
METHOD
PARTICIPANTS
Clinical sample
From November 2005 to June 2006 participants were identified and recruited to the 
study. The following criteria were used:
Inclusion criteria:
• Female
• Aged 20 and over
• Attending a CMHT
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Exclusion criteria:
• Diagnosis of psychosis as this may affect the frequency of breast awareness 
behaviour.
• Insufficient English for the demands of the study. Some of the questionnaires 
are standardised, which may be affected if the questionnaire was translated.
• Previous personal history of breast cancer as this may affect the participant’s 
anxieties about breast cancer as well as her breast awareness behaviour.
• Any other reason that clinicians believed should prevent the potential 
participant from being contacted, such as the belief that participation may be 
detrimental to their mental health.
In total, 115 women were approached as potential participants after exclusion criteria 
had been identified. Of those, 77 women were approached about the research by a 
clinician and 38 were sent questionnaires directly as they were not going to be seen 
within three months. Sixty eight (88%) of those contacted by clinicians gave written 
consent to be contacted by the researcher or be sent the questionnaires directly and 
only one was excluded due to a history of breast cancer unknown by the CMHT so a 
total of 105 women were sent the questionnaire packs. Fifty nine (56% of those sent 
the questionnaire pack) completed the first batch of questionnaires, but the responses 
of one participant were excluded from the data set due to a large quantity of missing 
data, so the final number of participants was 58 (a return rate of 55%). Thirty-nine 
(67% of those who completed the first batch) completed the follow up questionnaire. 
The participants were aged between 20 and 69 years old (mean = 41.2, SD = 12.1). 
The majority were White British (51, 88%), married or cohabiting (38, 66%) and 
educated to GCSE level or higher (43, 75%). See table 1 for further demographic 
details of those who took part in the research. Unfortunately demographic 
information is not available about those who declined to take part in the research as 
consent was not given by those participants for this information to be shared.
Control sample
In the same time period, a group of women who were either working in or post­
graduate students in the psychology department of a university were also recruited.
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Inclusion criteria:
• Female
• Aged 20 and over
Exclusion criteria:
• Previous personal history of breast cancer as this may affect the participant’s 
anxieties about breast cancer as well as her breast awareness behaviour.
A total of 115 women were identified and contacted via E-mail and pigeonhole to 
request their participation in the control sample. Fifty two (45%) completed the first 
batch of questionnaires. Forty seven (90% of those who completed the first batch) 
completed the follow up questionnaire. The participants were aged between 23 and 61 
years old (mean = 32.1, SD = 10.4). Again, the majority were White British (45,
87%) and married or cohabiting (32, 62%) although the majority of the control sample 
was educated to degree level or higher (49, 94%). See table 1 for further demographic 
details.
DESIGN
The research uses a cross sectional, independent measures design, with a two month 
follow up, using questionnaires to identify any relationship between a number of 
anxiety and health perception constructs and breast awareness behaviour and 
intention.
MEASURES
It has been noted in the literature (Consedine et a i, 2004) that is it difficult to 
understand what is being measured in studies if details are not given about the 
measurement tools. The following details each questionnaire, with example 
questions, to ensure that what is being measured is clear and the reliability and 
validity of the tools is guaranteed.
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Background information
A background information questionnaire (appendix 1) using items adapted from the 
Office for National Statistics (2001) collected information about age, marital status, 
educational attainment and ethnicity. Participants were also asked whether they or 
members of their family had ever been diagnosed with breast cancer.
Trait anxiety
The Taylor Manifest Anxiety Scale (TMAS; Taylor, 1953) is a self report 
questionnaire that measures trait anxiety (appendix 2). It asks for true/false responses 
to 50 statements regarding anxious behaviours and affect such as “I am about as 
nervous as other people”. It was chosen as it has been used in similar research (for 
example, Kash et al., 1992) and has been found to have good validity and reliability. 
Taylor (1953) found Pearson product-moment coefficients ranging from .89 to .81 for 
test-retest reliability over three weeks to five months indicating that scores are likely 
to remain consistent over time. Tanaka-Matsumi and Kameoka (1986) found the 
measure had a Cronbach’s alpha coefficient of .83 indicating high internal consistency 
as well as high convergent validity with Spielberger’s Trait Anxiety Inventory 
(Spielberger, 1983), also considered to be a good measure of trait anxiety. Cronbach’s 
alpha coefficients of .93 in the clinical sample and .82 in the eontrol sample were 
found in the present study indicating high internal reliability.
Health anxiety
The short form of the Health Anxiety Inventory (HAI; Salkovskis et al., 2002) measures 
health anxiety (appendix 3). Completers are asked to ring the most appropriate of four 
statements for a number of issues in the manner of a Likert scale. For example T never 
think I have a serious illness’, T sometimes think I have a serious illness’, T often think 
I have a serious illness’ or T usually think that I am seriously ill’. Internal consistency 
has been found to be good with an alpha coefficient of .95 (.89 for the short version of 
the HAI) and a Pearson product-moment correlation coefficient of .90 suggests that test- 
retest reliability is also very high (Salkovskis et a l, 2002). Clinician ratings of anxiety
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correlated very well with the scores from the HAI (r=.85) suggesting that the scale has 
good clinical validity. In the present study, internal reliability was found to be good 
(Cronbach’s alpha coefficients of .90 and .77 in the clinical and control samples 
respectively).
Breast cancer worry
Hay et al. (2005) suggest that there are two strategies used for measuring cancer 
worry. The Revised Impact of Events Scale (Horowitz et a l, 1979) is designed to 
measure anxiety in response to a particular traumatic event experienced, which was 
less appropriate for the present study, so items were adapted from the Breast Cancer 
Worry Scale (BCWS; Lerman et al, 1991). Consedine et al. (2004) highlight the need 
for multiple items to assess cancer worry, criticising some studies that used only one 
item. The BCWS is a four item scale that measures aspects of worry specific to breast 
cancer (appendix 4) on either a four or five point Likert scale. For example, “how 
much do worries about breast cancer impact on your mood? ‘Not at all’, ‘a little’, 
‘somewhat’ or ‘a lot’”. McCaul et al. (1998) found sufficient test-retest reliability (r = 
.61 across one month and r = .58 across one year) and good internal reliability (alpha 
= .81). Although there was sufficient internal reliability in the clinical sample of the 
present study (Cronbach’s alpha = .70) the coefficient in the control sample was less 
robust (alpha = .42). In addition, the individual questions, when analysed separately, 
elicited differing results to each other. For these reasons, the items were treated 
individually in the present study. One question asked about current breast cancer 
worry. The two questions regarding the impact of breast cancer worry were highly 
correlated in the clinical group (rs (57) = .53, p<.001, two tailed test) with sufficient 
internal reliability (Cronbach’s alpha = .63) so were combined to form a breast cancer 
worry impact (BCW impact) scale. There was very little variance in these questions 
in the control group, with 100% of participants answering ‘none’ to the question “how 
much do worries about breast cancer impact on your daily activities?”. For this 
reason, this scale was not analysed for the control group. The fourth question on the 
scale referred to anxiety about mammograms. As these are only routinely offered to 
those over 50 years old in the UK, they are of less relevance to the samples studied.
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As the BCWS questions were analysed individually, and this question was less 
relevant, it was not included in the analysis.
Health locus of control
The Multidimensional Health Locus of Control Scale (MHLC; Wallston, 2003) was 
used to identify perceptions of control (appendix 5). Eighteen statements are 
presented concerning the participants locus of control concerning their health, such as 
“when I get sick, I am to blame”, and belief in the statement is marked on a six point 
Likert scale ranging from “strongly agree” to “strongly disagree”. There are three 
versions of the scale available for use. Form A was chosen as Wallston (1993) 
suggests that it is the most appropriate for those who are physically healthy. In 
addition, he states that the scales are reliable, with Cronbach’s alpha coefficients 
between .60 and .75 and test-retest coefficients between .60 and .70 (Wallston, 1993; 
Wallston & Wallston, 1981). Cronbach’s alpha coefficients found in the present study 
were .56, .51 and .71 respectively for each of the internal, chance and powerful other 
subscales in the clinical sample. These suggest that the reliability of the internal and 
chance subscales are marginal, so should be treated with caution. Sufficient 
Cronbach’s alpha coefficients were found in the control sample of .78, .74 and .72 
respectively.
Perceived vulnerability
Two questions were used by McCaul et a l  (1996) to examine perceived vulnerability 
to breast cancer (appendix 4). Again, it was important to use more than one item to 
measure this construct. However, it was also important to use a method that has been 
shown to be reliable. As these two questions had been used in previous published 
literature, they were the best available method. The two questions measured the 
participants’ belief in the likelihood of all women and themselves getting breast 
cancer on a four point Likert scale ranging from “very unlikely” to “very likely”. 
There was a moderate correlation between the two questions in the clinical sample 
(r(58) = .33, p=.01, two tailed test) and a large correlation in the control sample (r(52) 
= .52, p<.001, two tailed test) with Cronbach’s alpha coefficients of .49 and .69
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respectively. McCaul et al. (1996) combined the questions to form a scale, although 
the Cronbach’s alpha was only .45, as no additional information was gained from 
analyzing the questions separately. However, analysis of the questions separately in 
the present study did elicit different information, and as the reliability in the clinical 
sample was relatively low, the questions were considered individually.
Breast awareness
Four questions were used to ascertain information about breast awareness behaviours 
(appendix 4). Two were adapted from McCaul el al (1996) who found them to have 
good internal reliability (alpha = .85) and one was adapted from Lerman et al. (\99\). 
The original questions used the term ‘breast self-examination’ (BSE) which is no 
longer recommended by the NHS. As breast awareness is now recommended, the 
term “performing BSE” was replaced with “checking your breasts”. One further 
question, created for this research (due to differences in time frame to similar 
questions in other research), was also used. These questions also allowed for a 
prospective aspect to the research by asking about intentions to act. In addition, by 
repeating the questions two months later, some prospective information can be gained 
about how anxiety affects breast awareness. Again, there was evidence that these 
questions could be considered as two scales, one for breast awareness frequency (with 
Cronbach’s alphas of .93 and .90 for the clinical and control samples respectively) and 
one for breast awareness intentions (Cronbach’s alphas of .86 and .76 for each sample 
respectively). However, the individual questions that comprised each scale provided 
differing results from each other, so were analysed separately.
PROCEDURE
Pilot study
A pilot study was carried out with an opportunistic sample of 10 women. It aimed to 
gather self-reports of the effects of completing the questionnaires on their moods and 
ensure that the pack was not felt to be too long. Some minor adaptations to the 
questionnaire pack were made in response to the results (see appendix 6).
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Figure 1: Flow chart o f  participation in research
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Clinical sample
Potential participants were approached by the clinician at the CMHT when they 
attended appointments (see figure 1 for a flow chart of participation in the research). 
They were provided with the participant information sheet and asked for their consent 
to be contacted about the project (as opposed to consent to take part). If they 
consented to be contacted, they were given the choice to speak to the researcher for 
further discussion, or to be sent the questionnaires and consent form directly 
(appendix 7). In one CMHT, clinicians had packs available to give to clients as 
another option. As there are people who do not attend the clinic frequently (for 
example, only coming in for six monthly appointments) a second recruitment method 
was also used. Those who did not have appointments within three months were sent 
the questionnaire pack, including information sheet and consent forms (appendices 8 
and 9), and freepost envelope with no prior contact. Those who wished to speak to the 
researcher were contacted by telephone and then sent a questionnaire pack if the 
participant agreed to this. If questionnaire packs were not returned within two weeks 
of receiving them, the participant was contacted via a telephone call. Participants 
were contacted again two months later to be asked to complete the follow up breast 
awareness questionnaire. This was carried out over the telephone or by posting the 
questionnaire.
Control sample
Women over 20 years old who worked at or were post-graduate students in the 
psychology department of a university were asked to be part of the control sample. 
They were contacted via email to let them know that questionnaire packs, including 
information sheets and consent forms (appendices 10 and 11), would shortly be left in 
their pigeonholes. They were asked to send an email back if they did not want to 
consider taking part. A follow up email was sent two months after the questionnaire 
packs were first sent out. The follow up questionnaire was carried out via the 
pigeonholes.
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ETHICAL APPROVAL
Ethical approval was sought and gained from the London-Surrey Borders NHS 
Research Ethics Committee as well as the University of Surrey Research Ethics 
Committee (appendices 12 and 13). The NHS trust Research and Development 
Committee also gave their approval for this research, as did their Research Advisor by 
Experience committee (appendix 14). These committees were contacted at two stages 
-  once at the beginning of the research, and once part way through to request approval 
to increase the area in which data collection was being carried out. Approval was 
gained at both stages.
STATISTICAL METHODS
The Statistical Package for Social Sciences (SPSS) version 13.0 was used to analyse 
the data. Prior to analysis, each of the variables was examined for accuracy of data 
entry, missing values and assumptions of parametric tests within each of the two 
groups. Histograms were scrutinised to see if the data lay in a normal distribution. 
Skewness and kurtosis statistics were examined and z scores were calculated to ensure 
statistical significance of the normality statistics (Field, 2006). If a skewness or 
kurtosis z score was greater than 3.29 the variable violated the normality assumptions 
(Field, 2006). These variables were then examined for outliers. Cases with a variable 
z score of 3.29 or greater are potential outliers (Tabachnick & Fidell, 2007; printed 
2006) and were removed from analyses using those variables. Variables where 
outliers were removed were trait anxiety, health anxiety and own perceived 
vulnerability in the control sample. One variable (trait anxiety in the clinical sample) 
was not within the assumptions of normality after the variable was examined for 
outliers, so was transformed appropriately (Tabachnick & Fidell, 2007; printed 2006). 
Transforming the data did not succeed in achieving skewness and kurtosis z scores 
within a normal distribution in one variable (age in the control sample) so non- 
parametric tests were used for that variable. Non-parametric tests were used for 
variables using ordinal data, which also violates the assumptions of parametric 
analyses. These were breast cancer worry and two of the breast awareness variables.
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An alpha of .05 was set as the figure below which results would be taken to be 
statistically significant. The implications of this are considered in the discussion.
Mann-Whitney U tests and chi-square tests were used as appropriate to examine 
whether the two samples differed on sociodemographic variables. Relationships 
between variables were mostly investigated using Pearson’s r and Spearman’s rs 
correlation coefficients, although independent t-tests and Mann-Whitney U tests were 
employed with categorical data. Dependent t-tests and Wilcoxon signed-ranks test 
were used to detect any differences between breast awareness variables at time one 
and two months later.
RESULTS
SOCIODEMOGRAPHIC CHARACTERISTICS
Table 1: Sociodemographic characteristics o f the two samples
Clinical sample 
(N = 58)
Control sample 
(N = 52)
Variables median I-QR median Z P
Age (years) 40 31.75-
49.25
27 26-
32.75
-4.38 <.001
N % N % y P
Ethnicity
White British/Irish 51 88.0 45 86.5
Other ethnic origin 7 12.0 7 13.5 0.05 NS
Marital status
Married/cohabiting 38 65.5 32 61.5
Not married/cohabiting 20 34.5 20 383 0.19 NS
Education
None 14 24.6 0 0
GCSE/O’level 19 333 1 1.9
Further education 17 29.8 1 1.9
Degree or above 5 8.8 49 94.2
Other qualification 2 3.5 1 1.9 - -
Family history
Yes 41 71.9 33 63.5
No 16 28.1 19 36.5 0.90 NS
Note: two tailed tests
NS = not significant 
I-Q R = interquartile range
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The characteristics of the clinical and control samples are presented in table 1. The 
two samples were similar with respect to ethnicity, marital status and family history 
with the majority being White British or Irish (51, 88% of clinical sample and 45, 
86.5% of control sample), approximately two thirds being married or cohabiting (38, 
65.5% and 32, 61.5% of the clinical and control samples respectively) and 
approximately two thirds of each sample reporting a family member to have had 
breast cancer (41, 71.9% of the clinical sample and 33, 63.5% of the controls). 
Although the range of ages was similar (20-69 for the clinical sample and 23-61 for 
the control sample), a statistically significant difference was detected between the 
average ages of the groups suggesting that the control sample were younger (table 1). 
In addition, there was very little variance in the control sample in terms of educational 
qualifications, so statistical comparisons were not possible as the assumptions of 
Pearson’s chi-square test were violated (Field, 2006), but observation of the 
percentages suggest that the samples differ on this characteristic.
DESCRIPTION OF THE VARIABLES
Descriptive statistics including mean, standard deviation and median as appropriate 
for each of the variables in each sample are outlined in table 2.
Table 2: Descriptive statistics for each variable
Clinical sample 
(N = 58)
Control sample 
(N = 52)
Variables M  SD range M  SD range t p
Trait anxiety 32.45 10.24 4-48 10.83 6.12 2-26 13.55 <.001
Health anxiety 20.15 9.08 2-43 9.80 4.38 2-21 7.66 <.001
HLC - internal 21.93 4.92 8-32 24.37 3.50 16-33 -2.96 .004
HLC -  chance 18.72 5.18 6-28 17.40 4.58 9-31 1.41 NS
HLC -  powerful 
others
18.00 639 6-36 12.80 4.12 6-21 5.12 <.001
PV -  women 2.71 0.82 1-4 2.15 0.50 1-3 4.33 <.001
P V -se lf 2.05 0.85 1-4 1.96 0.49 1-3 0.70 NS
Variables median range median Ag7( range Z P
Breast cancer worry 3 2-3 1-4 2 2-2 1-4 -3.27 .001
Note: two tailed tests
NS = not significant 
I-Q R = interquartile range
HLC = health locus o f control; PV = perceived vulnerability
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T-tests and Mann-Whitney U tests were used as appropriate to ascertain that 
statistically significant differences between the two samples were detected on every 
variable except for belief in chance control over health and own perceived 
vulnerability (see table 2). Breast cancer worry was generally low in both samples, 
with 50 (91%) of the clinical sample and 51 (98%) of the control sample reporting that 
their current level of worries about getting breast cancer one day as between ‘not at 
air and ‘sometimes’. Nobody reported having such worries ‘almost all of the time’ (a 
score of 5). Health anxiety was also relatively low, particularly in the control sample. 
The highest score reported was 43 in the clinical group and 21 in the control group 
although the highest possible score was 72. Conversely, trait anxiety scores covered 
almost the full range of possible scores in the clinical sample (the highest score 
possible is 50) compared to a much lower mean and range of scores in the control 
sample (table 2).
RELATIONSHIPS AMONGST VARIABLES
Relationships between sociodemographic variables and anxiety, worry and 
cognitive variables
Table 2: Relationships between sociodemographic variables and anxiety/cognitive 
variables in the clinical sample
Married/
habiting
co-
[N = 38)
Not marr 
habiting
ied/co- 
[N = 20)
Variable M SD M SD t P
Trait anxiety 30.61 10.24 35.94 9.53 2.03 .05
Family history 
(N = 16)
No family history 
(N = 41)
Variables M SD M SD t P
PV -  women 2.44 0.96 1.88 0.75 -2.73 .009
P V -se lf 3.13 0.72 2.51 0.78 -2.34 .02
Note: two tailed tests
PV = perceived vulnerability
Neither age nor educational qualification were found to relate to any of the anxiety, 
worry or cognitive variables. These were analysed using correlations (age; table 4) 
and analysis of variance (ANOVA; educational qualifications). Other relationships
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between demographic variables and anxiety, worry or cognitive variables were 
analysed using independent t-tests or Mann-Whitmey U tests (the non-parametric 
alternative to t-tests). Marital status did not appear to be related to most variables, but 
statistically significantly higher levels of trait anxiety were detected in those who were 
not married or cohabiting compared to those who were married, in the clinical sample 
only (table 3). In addition, a relationship was detected between family history of 
breast cancer and own perceived vulnerability as well as that of women in general in 
the clinical sample, but not in the control sample (table 3).
Relationships amongst anxiety, worry and cognitive variables
Table 4: Correlation matrix for each sample
CLINICAL SAMPLE (N=58)
Trait HA HLC-I HLC-C HLC-O PV-W PV-S Age BCW
Trait - .35**
HA .65*** - .39**
HLC-I .43 -.31* - -.16
HLC-C .30* .27* -.05 - .23
HLC-O .06 .04 -.01 -.14 - -32*
PV-W .44** .18 -.11 38* .08 - .50***
PV-S 36* 32* -.20 .12 -.16 33* - .64***
Age -.14 -.17 -.15 -.10 .15 .07 .05 - .01
CONTROL SAMPLE (N=52)
Trait HA HLC-I HLC-C HLC-O PV-W PV-S Age BCW
Trait - -.08 -.02
HA .54*** - -.19 .21
HLC-I -.05 -.14 - -.15 .10
HLC-C .12 .12 -.56** - .23 -.06
HLC-O .19 .05 -.09 .39** - -.01 .06
PV-W -.07 .12 -.07 .08 .02 - -.05 .24
PV-S -.08 .26 -.01 .01 .03 52*** - .06 .65***
Age - - - - - - - ■ - .05
Note: *p<.05, **p<.01, ***p<.001 (two-tailed)
Pearson’s r correlation coefficients are presented in the lower half o f the table and Spearman’s 
rs correlation coefficients, where relevant, are presented in the upper half.
HA = health anxiety; HLC-I = health locus o f control -  internal; HLC-C = health locus of 
control -  chance; HLC-0 = health locus o f control -  powerful others; PV-W = perceived vulnerability 
-  women; PV-S = perceived vulnerability -  self; BCW = breast cancer worry.
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A correlation matrix (table 4) was generated for each sample to consider 
interrelationships between continuous variables and identify any cases of 
multicollinearity (correlation coefficients in excess of .80; Field, 2006). The lower 
half of the table indicates Pearson’s r correlations. Spearman’s rs correlations are 
presented, where appropriate, in the upper half of each table.
Clinical sample
In the clinical sample, trait anxiety was detected to be positively correlated with health 
anxiety and breast cancer worry as well as perceived vulnerability of both women and 
self (table 4). It was also detected that health anxiety had associations with breast 
cancer worry and own perceived vulnerability. Breast cancer worry was detected to 
have an association with perceived vulnerability of women in general but health 
anxiety was not.
Statistically significant positive correlations were detected between chance locus of 
control and both trait anxiety and health anxiety but not breast cancer worry (table 4). 
A negative correlation was detected between breast cancer worry and locus of control 
being with powerful others. In addition, a negative correlation was detected between 
health anxiety and internal locus of control.
Control sample
In the control sample, a high positive correlation was detected between trait and health 
anxiety, but in this group, neither seemed to be associated with breast cancer worry 
(table 4). Again, a high correlation was detected between breast cancer worry and 
own perceived vulnerability but significant correlations were not detected between 
either trait or health anxiety with ovm perceived vulnerability in this sample. No 
statistically significant associations were detected between the three anxiety and worry 
variables and perceived vulnerability of women in general or any of the health locus 
of control variables.
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Relationships between breast eancer worry impact and other variables
There was very little variance in the responses to one further variable, breast cancer 
worry impact (BCW impact), with 99.9% of responses in both samples to the two 
questions which comprise the scale being either ‘not at all’ or ‘a little’. This variable 
was therefore dichotomized into none and some impact of breast cancer worry on 
mood and daily activities. The descriptive statistics for each of the other variables in 
those who reported no BCW impact and those who reported some are presented for 
the clinical sample in table 5.
Table 5: Means and standard deviations o f  each variable in the two breast cancer 
worry impact groups for the clinical sample
No impact of 
BCW (N=35)
Some impact 
of BCW 
(N=22)
Variables M SD M SD t P
Trait anxiety 30.42 11.21 36.42 6.72 -2.13 .04
Health anxiety 17.67 8.56 24.58 8.14 -3.01 .004
HLC-Intemal 22.40 4.48 21.14 5.68 0.93 NS
HLC-Chance 19.34 5.80 18.09 3.79 0.98 NS
HLC-Powerftil others 17.53 6.17 18.92 6.87 -0.79 NS
Perceived vulnerability -  women 249 0.78 3.09 0.75 -289 .005
Perceived vulnerability -  self 1.80 0.68 2.45 0.96 -2.79 .009
Age 42.03 13.49 40.68 9.28 0.41 NS
median median Z P
Breast cancer worry 2 1-3 3 3-3 -3.38 .001
Note: two tailed tests
NS = not significant
HLC = health locus o f control; BCW = breast cancer worry
Statistically significant differences were detected between those who reported no and 
some BCW impact on trait anxiety, health anxiety, breast cancer worry and perceived 
vulnerability of both women and oneself in the clinical group (table 5). Even after 
dichotomizing BCW impact, there was still too little variance in the control group to 
comment on the differences in other variable scores between those reporting no BCW 
impact and those reporting some (N=45; 87% reported none and only N=7; 13% 
reported some).
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ASSOCIATION WITH BREAST AWARENESS
In general, breast awareness was quite low with 19 (32.8%) of the clinical sample and 
12 (23.1%) of the control sample saying they never check their breasts and 35 (60.3%) 
and 31 (59.6%) of the clinical and control samples respectively reporting that they had 
not checked at all in the last two months (see table 6).
Table 6: Frequency (and percentage) o f responses to each category o f  the breast 
awareness variables
W hat is your current frequency of checking your breasts? N (%)
Sample never 2/year 3-4/year 2
monthly
monthly >monthly
Clinical 19(32.8) 12 (20.7) 8(13.80 6(10.3) 6(10.3) 7(12.1)
Control 12(23.1) 14 (26.9) 13 (25.0) 7(13.5) 5 (9.6) 1 (1.9)
How often have you checked your breasts in the last two months? N (%)
Sample not at all once twice more than 
twice
Clinical 35 (60.3) 8(13.80 6(10.3) 9(15.5)
Control 31 (59.6) 14 (26.9) 5 (9.6) 2 (3.8)
How likely are you to check your breasts within the next month? N (%)
Sample very likely likely less than likely not very likely
Clinical 14(24.1) 18(31.0) 10 (17.2) 16(27.6)
Control 9(17.3) 26 (50.0) 5 (9.6) 12(23.1)
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Table 7; Correlation matrix o f  each variable with breast awareness variables for each 
sample
CLINICAL SAMPLE (N=58)
Current 
frequency of 
checking 
(Spearman’s rs)
Checking in 
last two months 
(Spearman’s rs)
Intention to 
check in next 
month 
(Pearson’s r)
Intended no. of 
months to check 
over next year 
(Pearson’s r)
Trait .10 -.02 -.04 .05
HA .14 -.04 -.09 -.01
BCW .42** a 39* .19 (rs) .29* (rs)
HLC-I .21 .14 .06 .11
HLC-C .12 .03 -.01 .06
HLC-O -.10 -.16 -.15 -.17
PV-W .09 -.01 .05 .05
PV-S .26* .14 .28* .15
Age .04 .08 .09 .03
CONTROL SAMPLE (N=52)
Current 
frequency of 
checking 
(Spearman’s rs)
Checking in 
last two months 
(Spearman’s rs)
Intention to 
check in next 
month 
(Pearson’s r)
Intended no. of 
months to check 
over next year 
(Pearson’s r)
Trait .14 .09 .16 .16
HA -.04 -.07 .04 .06
BCW 38* 32* .18 (rs) .36* (rs)
HLC-I .17 .19 -.09 .17
HLC-C -.16 -.06 .07 -.17
HLC-O -.05 .06 -.08 -.08
PV-W -.19 -.10 <01 -.03
PV-S .09 .10 .13 .04
Age .20 .20 .11 (rs) .15 (rs)
Note: *p<.05, **p<.01 (two tailed), a: p=.001
\\4iere appropriate, the Spearman’s rs correlation coefficient is used instead o f Pearson’s r 
correlation coefficient. This is marked by (rs) in the appropriate cell.
HA = health anxiety; HLC-I = health locus o f control -  internal; HLC-C = health locus of  
control -  chance; HLC-O = health locus o f control -  powerful others; PV-W = perceived vulnerability 
-  women; PV-S = perceived vulnerability -  self; BCW = breast cancer worry.
Table 7 shows the Pearson’s r or Spearman’s rs correlation coefficients (as 
appropriate) for the associations between each of the anxiety, worry or cognitive 
variables and the four breast awareness variables. Breast cancer worry (BCW) and 
own perceived vulnerability were the only variables for which statistically significant 
correlations were detected with any of the breast awareness variables. In the clinical
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sample statistically significant positive associations between BCW and three of the 
breast awareness variables were detected (table 7): current frequency of checking (r  ^=
. 18), number of checks in the last two months (r^  = .08) and intended number of 
months over the next year participants expect to check their breasts (r^  = .08). There 
was also a statistically significant positive correlation detected between own perceived 
vulnerability and two breast awareness variables: current frequency (r^  = .07) and 
likelihood of checking in the next month (r^  = .08). Statistically significant positive 
correlations were detected between BCW and the same three breast awareness 
variables in the control sample (current frequency, F = .08; number of checks in last 
two months, r^  = .10; intended number of months over next year participants expect to 
check their breasts, r^  = .13) but there were no statistically significant associations 
were detected between any other anxiety, worry or cognitive variable and the breast 
awareness variables.
The differences between the breast awareness variables in those with no reported 
BCW impact and those with some (in the clinical sample) were analysed using t-tests 
and Mann-Whitney U tests as appropriate. However, no statistically significant 
differences were detected in any of the breast awareness variables. As mentioned 
previously, there was too little variance in the control group with respect to BCW 
impact to carry out any statistical analyses.
Of the sociodemographic variables, including perceived family history, only marital 
status was related to any of the breast awareness variables. Those who were married 
or cohabiting reported a greater intention to check their breasts over the next month 
(t(56) = 2.63, p=.01, two tailed test) in the clinical sample only.
Scatterplots of both trait anxiety and breast cancer worry were examined in reference 
to the breast awareness variables to investigate whether a curvilinear relationship 
existed (appendix 15). However, there was no evidence of such a relationship -  trait 
anxiety has no apparent relationship with breast awareness and breast cancer worry 
has a linear relationship with three of the breast awareness variables. Additional 
analyses were carried out in line with previous research (Lerman et al., 1997), by 
dividing the data into tertiles, to further examine the possibility of a curvilinear
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relationship between trait anxiety and breast awareness but no statistically significant 
evidence of such a relationship was found (appendix 16).
ASSOCIATION WITH BREAST AWARENESS TWO MONTHS LATER
There were no statistically significant differences detected in any of the anxiety, worry 
or cognitive variables between those who did (39; 67%) and those who did not (19; 
33%) complete the breast awareness questionnaire two months later in the clinical 
group. This was not analysed for the control group as only a very small number (5; 
10%) did not complete the questionnaire the second time.
Differences between the breast awareness variables at each measurement time
A dependent t-test or Wilcoxon signed-rank test was used as appropriate to identify 
any statistically significant differences between the original breast awareness variables 
and those two months later. No statistically significant differences were detected 
between them in the clinical group, but differences were detected between current 
frequency of checking at the two times and number of checks in the last two months at 
the two times in the control sample (table 8). Only 4 (8%) reported that they never 
checked their breasts and 15 (32%) reported not having checked in the last two 
months.
Table 8: Differences in breast awareness at baseline and two months in the control 
sample (N=47)
Baseline 2 months
Variable M SD M SD Z P
Current frequency 2.65 1.34 298 1.19 -1.97 .05
Checks in last two 
months
1.58 0.82 1.85 0.72 -2.43 .02
Note: two tailed tests
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Relationships between the variables and breast awareness two months later
Table 9: Correlation matrix o f each variable with breast awareness variables two 
months later for each sample
CLINICAL SAMPLE (N=39)
Current 
frequency of 
checking 
(Spearman’s rs)
Checking in 
last two months 
(Spearman’s rs)
Intention to 
check in next 
month 
(Pearson’s r)
Intended no. of 
months to check 
over next year 
(Pearson’s r)
Trait .19 .22 .22 .01
HA -.14 -.18 .02 -.07
BCW .04 .02 <-.01 (rs) .04 (rs)
HLC-I .23 .21 .28 .24
HLC-C -.06 -.10 -.03 -.09
HLC-O .05 .15 .17 .04
PV-W -.04 -.08 .26 .18
PV-S -.06 .05 .06 .07
Age .13 .05 -.21 -.10
CONTROL SAMPLE (N=47)
Current 
frequency of 
checking 
(Spearman’s rs)
Checking in 
last two months 
(Spearman’s rs)
Intention to 
check in next 
month 
(Pearson’s r)
Intended no. of 
months to check 
over next year 
(Pearson’s r)
Trait .26 .30* .13 .17
HA .03 .16 .03 .13
BCW .44** a .37* .46** (rs) b .44** (rs) c
HLC-I .02 -.01 -.06 .06
HLC-C -.13 -.01 .10 -.14
HLC-O .07 .22 .11 .05
PV-W .03 .19 .11 .13
PV-S .23 .34* .24 .31*
Age .10 .22 .07 (rs) <.01 (rs)
Note: *p<.05, **p<.01 (two tailed tests), a: p=.002, b: p=.001, c; p=.002
Where appropriate, the Spearman’s rs correlation coefficient is used instead o f Pearson’s r 
correlation coefficient. This is marked by (rs) in the appropriate cell.
HA = health anxiety; HLC-I = health locus o f control -  internal; HLC-C = health locus of  
control -  chance; HLC-O = health locus of control -  powerful others; PV-W = perceived vulnerability 
-  women; PV-S = perceived vulnerability -  self; BCW = breast cancer worry.
No sociodemographic variables were related to breast awareness after two months in 
either sample. Table 9 shows the Pearson’s r or Spearman’s rs correlation coefficients
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for the associations between each of the anxiety, worry or cognitive variables and the 
four breast awareness variables two months later.
The control group showed a similar pattern of results to the previous data collection 
time, in that the main variable detected to be correlated with breast awareness was 
breast cancer worry. Statistically significantly correlations were detected between 
breast cancer worry and all four breast awareness variables at two months (table 9): 
current frequency of checking (r^  = .19), number of checks in the last two months (r^  = 
.14), likelihood of checking over the next months (r^  = .21) and intended number of 
months over the next year participants expect to check their breasts (r^  = .19). 
Statistically significant relationships were also detected between own perceived 
vulnerability and two of the breast awareness variables two months later; number of 
checks in the last two months (r^  = .12) and intended number of months over the next 
year participants expect to check their breasts (r^  = .10). In addition, a statistically 
significant correlation was detected between trait anxiety and the number of checks in 
the last two months measured two months later (r^  = .09). Again, additional analyses 
were carried out to further examine the possibility of a curvilinear relationship 
between trait anxiety and breast awareness but no statistically significant evidence of 
such a relationship was found (appendix 16). In addition, no statistically significant 
differences were detected in any of the breast awareness variables when comparing 
those who reported no breast cancer worry impact with those who reported some 
using T-test or Mann-Whitney U test as appropriate.
No statistically significant correlations were detected between the variables and 
reported breast awareness behaviour and intention two months later in the clinical 
sample. Observation of table 9 shows that the correlation coefficients for breast 
cancer worry with each of the breast awareness variables have decreased substantially. 
Analyses of the variables at baseline were repeated for the sample of people who 
completed the second questionnaire to try and make sense of this difference. Table 10 
shows that two of the breast awareness variables that were detected to be statistically 
significant at baseline in the whole clinical sample are no longer detected to have a 
relationship with breast cancer worry in the reduced clinical sample. However, the 
size of the correlation coefficients suggest that this is likely to be simply due to the
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reduced power caused by the reduced sample size. A statistically significant 
relationship was still detected between breast cancer worry and current frequency of 
checking.
Table 10: Correlation matrix o f each variable with breast awareness variables at 
baseline for those in the clinical sample who carried out the questionnaire at two 
months
CLINICAL SAMPLE (N=39)
Current 
frequency of 
checking 
(Spearman’s rs)
Checking in 
last two months 
(Spearman’s rs)
Intention to 
check in next 
month 
(Pearson’s r)
Intended no. of 
months to check 
over next year 
(Pearson’s r)
Trait .10 .05 .06 -.07
HA .12 -.08 -.10 -.04
BCW .49** .24 .08 (rs) .23 (rs)
HLC-I .18 .22 .21 .34*
HLC-C .12 .07 -.12 .06
HLC-O -.12 -.09 -.25 -.16
PV-W .06 -.07 -.04 .04
PV-S .27 .13 .27 .10
Age .09 .11 -.02 .02
Note: *p<.05, **p<.01 (two tailed tests)
Where appropriate, the Spearman’s rs correlation coefficient is used instead o f Pearson’s r 
correlation coefficient. This is marked by (rs) in the appropriate cell.
HA = health anxiety; HLC-I = health locus of control -  internal; HLC-C = health locus of  
control -  chance; HLC-O = health locus of control -  powerful others; PV-W = perceived vulnerability 
-  women; PV-S = perceived vulnerability -  self; BCW = breast cancer worry.
PREDICTION OF BREAST CANCER WORRY
The involvement of breast cancer worry in the above analyses raises questions about 
the origins of breast cancer worry. Unfortimately, as the variable produces ordinal 
data, it is not possible to carry out a multiple regression analysis. However, by 
dichotomising the variable at the median (median = 2) a logistic regression analysis 
could be carried out using the whole data set. The variable ‘how much do you 
currently worry about getting breast cancer some day?’ was dichotomised into low 
(‘not at all’ and ‘rarely’) and moderate (‘sometimes’ and ‘often’) breast cancer worry. 
No participant gave the response ‘almost all the time’ to this variable. Variables for 
which relationships with breast cancer worry had been detected in previous analyses
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were included in the logistic regression model, which used the enter method (table 
11). A test of the full model with all eight predictors against a constant-only model 
was statistically significant, (7, n=108) = 66.19, p<.001). Higher breast cancer 
worry was predicted by membership of the clinical sample, higher health anxiety, and 
higher perceived vulnerability (table 11). Classification was good, with 90.8% of 
those with low breast cancer worry and 76.7% of those with moderate breast cancer 
worry correctly predicted (an overall success rate of 85.2%). The Nagelkerke statistic 
(Nagelkerke, 1991) suggested that 62% of the variance was accounted for by the 
model (table 11). The goodness of fit Hosmer-Lemeshaw statistic indicated that the 
observed data did not differ significantly from the values predicted by the model 
(8, n=108) = 8.52, p = .38). In other words, the model adequately predicted the data.
Table 11: Logistic regression model to predict breast cancer worry
95% C.I. for exp b
Included block 1 B SE P exp (b) Lower Upper
Sample 1.68 0.45 <.001 531 2.24 12.85
Family history -0.59 0.46 NS 0.55 0.22 1.36
Included block 2
Sample 2.15 1.07 .04 8.60 1.07 69.45
Family history 0.56 0.68 NS 1.75 0.46 6.63
Trait anxiety -0.07 0.05 NS 0.93 0.84 1.03
Health anxiety 0.17 0.06 .005 1.19 1.05 1.34
HLC-O -0.08 0.06 NS 0.92 0.82 1.03
PV-women 1.09 0.48 0.02 298 1.15 7.67
PV-self 2.15 0.60 <.001 8.60 2.67 27.71
Constant -8.76 2.10 <.001 <.001
Note: NS = not significant
R2 = .52 (Hosmer and Lemeshow), .46 (Cox and Snell), 
HLC-O = health locus of control -  powerful others; PV
.62 (Nagelkerke).
= perceived vulnerability
DISCUSSION
In the introduction, it was demonstrated that much of the literature regarding self- 
protective practice for breast cancer has focused on cognitive factors, and only 
relatively recently has emotion, specifically anxiety, been given much attention.
There is a mixture of findings in the literature but two theories stand out as potentially
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clarifying what looks like some contradiction. The first is Davey et al3 s (1992;
Davey, 1993) theory that worry and anxiety are distinct constructs. The theory would 
regard breast cancer worry as a content based worry, which is more likely to be 
constructive and motivate problem solving. Trait anxiety, the authors suggest, is less 
constructive, and may even be characterized by poor confidence in problem solving 
and poor perceived personal control (Davey et a l, 1992). The term ‘anxiety’ is 
commonly used in the literature, but what it encompasses is not always explained (for 
example, Lerman et al., 1990), so clarity of what is being measured might elucidate 
some of the apparently contradictory findings. The theory that there is a curvilinear 
relationship between breast cancer worry and breast awareness (for example, Lerman 
et al., 1991) may also help to make sense of the range of findings. This might explain 
why some studies found a negative relationship between breast cancer worry and 
breast awareness (Kash et al., 1992), and some suggested a positive relationship 
(McCaul et ah, 1996). The present study explored these ideas further, aiming to 
examine whether there was support for Davey’s theory of the distinct constructs of 
worry and anxiety. It focused on a population whose physical health needs tends not 
to be examined in the literature, those with mental health difficulties. The aim of this 
was to draw out clearer ideas about the role of trait anxiety in breast awareness. The 
results relating to each hypothesis will be discussed, together with how they fit with 
the current literature. This is followed by a discussion of the clinical implications of 
these findings, as well as suggestions for future research. It is important to note the 
potential limitations in relation to what conclusions can be drawn and to what extent 
the findings can be generalised. There are also a number of strengths of the present 
study and so these, and the potential limitations, are mentioned below before a 
discussion of the findings is presented.
CRITICAL EVALUATION
Hawthorne effect
As mentioned above, the Hawthorne effect proposes that asking people about a 
particular behaviour increases the likelihood of it being carried out (Roethlisberger & 
Dickson, 1939). This illustrates an advantage of using a cross-sectional design, as it is
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future behaviour which is considered to be affected by taking part in research about 
that behaviour (O’Sullivan et a l, 2004). However, the inclusion of a prospective 
element, by repeating the breast awareness questionnaire at two months, means that 
the Hawthorne effect is a potential limitation of this study. This prospective element 
allows for consideration of potential changes in breast awareness between baseline 
and two months later, which could indicate an effect of completing the questionnaires. 
No statistically significant differences were detected in breast awareness at the two 
points in time in the clinical group, suggesting that completing the questionnaires did 
not affect the self-report of future behaviour. This supports the suggestions of 
O’Sullivan et a l  (2004) that the Hawthorne effect does not largely affect health 
predictive behaviours. However, a statistically significant increase in breast 
awareness behaviours was detected in the control sample at two months. The control 
group had lower trait anxiety and breast cancer worry, so one could speculate that this 
finding indicates that the process of completing the questionnaire had an effect on 
breast awareness behaviour but only in those with lower anxiety and worry levels.
This is purely speculative. There may be other confounding variables not taken into 
account because this study was not designed to measure the effects of carrying out the 
research as an intervention.
Sample
The proposal for this research was commended by the NHS trust Research Advisor by 
Experience committee for examining physical health practices in a sample of people 
with mental health difficulties (appendix 14). As representatives of that sample, they 
noted the lack of such research and highlighted the importance of the current study in 
extending the sparse literature in that field.
The size of the sample may be a potential limitation. G-Power (Paul & Erdfelder, 
1992) was used to estimate that the sample size needed for an effect size found by 
previous research (.27; Kash et a l, 1992) was 102 (appendix 17). A post-hoc analysis 
suggests that the sample size of 58 has a power of .65 (two tailed) or .76 (one tailed) 
for a medium effect, which suggests the present study is slightly underpowered 
(appendix 17). The results should therefore be interpreted with some caution as there
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may be small to medium effects that were not be detected. In addition, the 
participants in the clinical sample all attended a CMHT, the majority were White 
British and two thirds were married or cohabiting. The results should therefore only 
be generalized to similar populations.
Data collection
A couple of potential limitations should also be mentioned about the data collection 
process and the type of data used. Three CMHTs were involved in the research, and 
although care was taken to standardise recruitment methods as far as possible, some 
slight differences occurred. Most clients were approached by clinicians, but to 
maximize sample size, those who would not be seen in the next three months were 
sent the questionnaires directly. In addition, one CMHT handed out questionnaire 
packs to clients who agreed to take part, where the other two CMHTs passed 
information to the researcher, who sent the questionnaires in the post. These slight 
differences could not be taken into account due to the differing sample sizes from each 
CMHT, so one needs to be aware of their potential as confounding variables when 
interpreting the results.
A strength of this research in data collection was the care taken to respond to previous 
criticisms of the literature regarding the use of single item tools. The study was 
designed so that all the constructs being measured used multi-item tools, which are 
generally more reliable than using single items (Consedine et al., 2004). However, in 
a number of cases (perceived vulnerability, breast cancer worry and breast awareness) 
the individual items that comprised the scales provided additional information to the 
use of the scale alone, so it was important to look at their relationships with other 
variables individually. However, these results must then be interpreted with caution 
due to the potentially reduced reliability of using single items to measure a construct.
A final note to mention about the data collection is the potential for overestimation 
due to the nature of the data as being self-reported (Alagna et al., 1987). However, as 
McCaul et al. (1996) highlight, this does not necessarily affect the relationships being 
examined here, unless there is reason to believe that people with different levels of
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trait anxiety or breast cancer worry are more or less likely to overestimate their breast 
awareness.
Data analysis
It has been noted by previous researchers (for example, McCaul et al., 1996) that the 
truest way of measuring the effects of worry on breast awareness would be to 
manipulate worry and observe the effects. Clearly, this would be an ethical minefield, 
and researchers are left relying on correlations. A strength of this study is the 
inclusion of a prospective element to allow examination of the relationships between 
variables and later behaviour. However the nature of the data as ordinal, and the 
moderate sample size, meant that more complex analyses could not be carried out to 
examine the effects of variables whilst holding the effects of others constant. Previous 
research has dealt with this by standardizing ordinal breast awareness variables and 
creating a standardised scale (for example, McCaul et al., 1996), thus converting the 
data into interval data. However, in the present study, combining the breast awareness 
variables into scales would lose a large amount of information as different breast 
awareness variables were related differently to anxiety, worry and cognitive variables. 
It was therefore decided that they should be examined individually, foregoing the 
possibility of more complex parametric analyses. This is a limitation of this study as 
it would be interesting to know to what extent relationships remained once other 
relationships were taken into account, and whether there were interactions between 
variables. However, in the main, the analyses used were sufficient to address the 
hypotheses for the current sample.
Note about multiple tests
In general, a probability of less than 5% (p<.05) that a significant outcome will be 
found by chance (type I error) is normally accepted as indication of detection of a 
statistically significant finding. However, when a number of tests are carried out for a 
variable, there is a greater chance that a type I error will occur. The Bonferroni 
correction provides a way of dealing with multiple tests by reducing the p value for 
which statistical significance is accepted (Field, 2006). The usual method is to divide
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.05 by the number of tests being used (Field, 2006). The disadvantage of using the 
Bonferroni correction is that it may increase the chance of concluding that no 
statistically significant relationship has been found, when in fact there was one (a type 
II error). If this highly stringent method was used for this data, a number of the 
findings would no longer be noted as statistically significant. Nine correlations were 
carried out for each breast awareness variable, so the p value would have to be .006 or 
less for any of the correlations between anxiety or worry and the breast awareness 
variables to be accepted as statistically significant. Only the association between 
breast cancer worry and current frequency of checking would remain significant at 
baseline in the clinical sample (table 7) and between breast cancer worry and three 
breast awareness variables in the control group at two months (table 9) if the 
Bonferroni correction was employed. The Bonferroni correction has not been used 
here as it is important to see where relationships may exist. However, it is important 
to note that the findings should be interpreted with caution as there may be a greater 
chance of a type I error.
DISCUSSION OF RESULTS
Hypothesis 1: Trait anxiety is positively correlated with breast cancer worry.
The first hypothesis purports that trait anxiety will be correlated with breast cancer 
worry. This is the first step in looking at whether anxiety and worry are different 
constructs and thus have differing relationships with breast awareness. It is 
hypothesized that the two will be positively correlated, even if they are different 
constructs, as they are both tapping into types of anxiety. In the main, the results of 
the present study support this as a medium to large statistically significant correlation 
was detected between the two in the clinical sample. Statistically significantly higher 
trait anxiety was also detected in those reporting some impact of breast cancer worry 
on their emotions and their daily lives than in those who reported no breast cancer 
worry impact. Interestingly no relationship between trait anxiety and breast cancer 
worry was observed in the control sample. Both trait anxiety and breast cancer worry 
were statistically significantly higher in the clinical sample, with a larger range of trait 
anxiety. It could be hypothesized that a positive linear relationship exists when there
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is a large range of anxiety levels, but 'when trait anxiety and cancer worry are low, 
they are not related. It could also be suggested that at lower levels, there is less 
variance in the scores, so a relationship is harder to detect. Overall, the results support 
the idea that trait anxiety and breast cancer worry are positively related when looking 
at the entire range of trait anxiety.
Hypothesis 2: Breast cancer worry is positively related to breast awareness.
A number of studies in the literature have found a positive relationship between 
cancer worry and BSE (Brain et aL, 1999; Diefenbach et a l, 1999; McCaul et a l, 
1996). It has been suggested that particularly high levels of anxiety (including breast 
cancer worry) may have a debilitating effect on women’s ability to carry out 
behaviours related to breast awareness through the desire to avoid thinking about such 
a feared subject (Stefanek & Wilcox, 1991). It was hypothesized that the populations 
that were sampled in this study would not have particularly high levels of breast 
cancer worry as they are not, on average, at particularly high risk of getting breast 
cancer. In fact, there were no differences detected in breast cancer worry between 
those reporting a family history of breast cancer and those reporting no such history. 
As such, breast cancer worry was hypothesized to have a facilitative effect on breast 
awareness in these samples as the level of breast cancer worry would not reach that 
which becomes detrimental.
The majority of the results support this hypothesis. At baseline, statistically 
significant associations were detected between breast cancer worry and three of the 
breast awareness variables in both the clinical and control samples. Breast cancer 
worry accounted for between 8 and 18% of the variance in breast awareness in the 
clinical group and between 8 and 13% in the control group. The only breast awareness 
variable for which an association with breast cancer worry was not detected was the 
likelihood of checking in the next month. It could be speculated that, by asking about 
intention to do something in the near future, this variable was more sensitive to the 
Hav^home effect (Roethlisberger & Dickson, 1939) which suggests that the process 
of carrying out the questionnaires may itself affect the behaviour. Anecdotally, some 
people commented that they would be more likely to check now the issue had been
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brought to their conscious awareness, so it may be that their estimation of how likely 
they were to check in the next month was affected more by the process of carrying out 
the research than by their level of breast cancer worry. At two months, breast cancer 
worry was related to all four breast awareness variables in the control group 
(accounting for between 14 and 21% of the variance of breast awareness), but no 
statistically significant associations between breast cancer worry and breast awareness 
were detected in the clinical group at two months. This may reflect decreased power 
due to the smaller sample size, so the effect would have to be much larger for a 
statistically significant result to be detected. However, repeat analyses regarding the 
cognitive and anxiety/worry variables at baseline carried out with those in the clinical 
sample who carried out the second questionnaire demonstrated the effects of reduced 
power (table 10). A statistically significant association was still detected with one 
breast awareness variables, and the correlation coefficients of the other two that had 
previously been detected to have an association with breast cancer worry suggested 
that the lack of detected association was due to the reduced power. Observation of 
table 9 suggests that the correlation coefficients at two months are very small, 
indicating a likelihood that there was no relationship between breast cancer worry and 
breast awareness two months later. This may reflect the transient nature of breast 
cancer worry. If levels of breast cancer worry had changed at two months, it might 
explain why relationships between baseline breast cancer worry and breast awareness 
at two months were not detected, where relationships with breast awareness at 
baseline had been detected.
Although statistically significant relationships between trait anxiety and breast 
awareness were not detected in the clinical sample, the figures indicate a higher 
likelihood of a relationship between trait anxiety and breast awareness than between 
breast cancer worry and breast awareness two months later. Unfortunately, due to the 
ordinal nature of the breast awareness data and the moderate sample size, it was not 
possible to carry out more complex analyses that allow examination of the effects of 
some variables when holding the effects of others constant (discussed above). It 
would be interesting to examine whether trait anxiety was suppressing the effects of 
breast cancer worry on later breast awareness.
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The literature tends to suggest that perceived vulnerability is related to breast 
awareness. McCaul et ah (1996) found a moderate effect of perceived vulnerability 
on both behaviour and intentions of BSE, but that this was not sufficient in explaining 
the relationship between breast cancer worry and breast awareness. To some extent, 
the present study replicated those results as statistically significant relationships 
between own perceived vulnerability and current breast awareness frequency as well 
as likelihood of checking breasts in the next month were detected in the clinical 
sample. However, no relationships between perceived vulnerability of women in 
general and any breast awareness variables were detected. As own perceived 
vulnerability is related to breast awareness in a different manner to the relationship 
between breast cancer worry and breast awareness, the effects of breast cancer worry 
are unlikely to be explained by perceived vulnerability. In addition, family history of 
breast cancer was related to perceived vulnerability with those reporting a family 
member as having had breast cancer as having higher perceived vulnerability of 
themselves and of women in general. However, there were no statistically significant 
differences detected between those who did and did not have a family history of breast 
cancer and breast cancer worry scores. Again, this supports the idea that perceived 
vulnerability and breast cancer worry are different concepts as a relationship with 
family history was detected for perceived vulnerability, but not for breast cancer 
worry. Overall, these results support the suggestion that breast cancer worry is 
significantly related to breast awareness both in terms of behaviour and intentions, and 
it is likely that these effects are independent of perceived vulnerability.
Hypothesis 3: High and low trait anxiety is related to low levels of breast 
awareness (through lack of motivation and avoidance respectively) and moderate 
trait anxiety facilitates breast awareness.
Janis and Feshbach (1953) proposed the fear arousing communication model, which 
suggests that moderate levels of anxiety facilitate health protective behaviour but that 
high levels can lead to avoidance of the behaviour. Lerman et a/. (1991) and Bowen 
et ah (2004) found evidence for this type of relationship between breast cancer worry 
impact and BSE and breast cancer worry and BSE respectively. This relationship has 
not been reported in the literature between trait anxiety and breast awareness. Some
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argue that generally low levels of trait anxiety may account for this (Diefenbach et al., 
1999) as studies including participants with higher levels of trait anxiety (for example, 
Kash et a l, 1992) suggest it has a negative relationship with breast awareness. A 
curvilinear relationship between breast cancer worry and breast awareness was not 
expected in this study as levels of breast cancer worry were hypothesised to be low. 
However, it was hypothesised that, by looking at a sample with a greater range of trait 
anxiety, this study would demonstrate a curvilinear relationship between trait anxiety 
and breast awareness.
The TMAS (Taylor, 1953), used to measure trait anxiety, has a maximum score of 50. 
The scores in the clinical group ranged from 4 to 48, with a mean of 32.45 
(SD= 10.24) indicating that a wide range of trait anxiety scores were reported. The 
mean was significantly higher than that of the control group (m=10.83, SD=6.12, 
range=2-26) indicating that this clinical sample is likely to have higher trait anxiety 
than the general population.
Initial analyses were done to examine whether there were any linear relationships 
between trait anxiety and breast awareness. On the whole, trait anxiety was not shown 
to have any statistically significant relationship with breast awareness. There was one 
exception to this as a moderate relationship was found between trait anxiety and 
frequency of checking in the last two months in the control sample when measured 
two months after baseline. While it is important to remember this may be an anomaly, 
it also may suggest that trait anxiety facilitates breast awareness behaviour for people 
with lower levels of trait anxiety. As this was only true for one breast awareness 
variable (frequency of checking in the last two months) two months after baseline, it 
may indicate the possibility of an interaction between trait anxiety and reminders 
about carrying out breast awareness behaviours (through carrying out the 
questionnaires) in facilitating actual behaviour over the following two months for 
those with low trait anxiety. Although this finding would fit the hypothesis of a 
curvilinear relationship, there was no further evidence of one. As a perfect curvilinear 
relationship would not be indicated by the results of linear correlation coefficients, 
further analyses were carried out to check no such relationship existed. This was done 
through examination of scatterplots and by dividing the samples into tertiles based on
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trait anxiety scores (appendix 16). Although means of some breast awareness 
variables were reduced in the tertile with the highest trait anxiety (in the clinical 
sample) there was no statistically significant indication of a curvilinear relationship. 
Overall, this study did not provide evidence to support the suggestion of a curvilinear 
relationship between trait anxiety and breast awareness.
Hypothesis 4: Trait anxiety and breast cancer worry are different constructs, 
accounting for different proportions of the variance in breast awareness.
The final hypothesis held that while trait anxiety and cancer worry would be related, 
that they are in fact different constructs and would therefore have different 
relationships with breast awareness. The literature was mixed on the relationships that 
each has with breast awareness. A number of studies suggested that cancer worry was 
associated with breast cancer screening where trait anxiety either had a much weaker 
association (Brain et a/., 1999) or no association (Diefenbach et a l, 1999; McCaul et 
al., 1998). McCaul et al. (1998) found statistically significant associations between 
cancer worry and BSE behaviour and intention. However, they found no significant 
relationship between BSE and trait anxiety. As discussed above, the results of the 
present study support the suggestion that cancer worry and trait anxiety are differently 
related to breast awareness. On the whole, these results replicated McCaul et al.’s 
(1998) findings that breast cancer worry is positively related to breast awareness but 
that trait anxiety tends not to be, from which we can infer that trait anxiety and breast 
cancer worry are in fact different constructs. Breast cancer worry, at a low level, 
appears to facilitate breast awareness, supporting Davey et a/.’s (1992; Davey, 1993) 
theory that worry is more constructive than general anxiety. Additionally, trait 
anxiety was detected to be positively correlated with chance health locus of control in 
the clinical sample but breast cancer worry was not. This provides support for Davey 
et al.'s (1992) suggestion that trait anxiety is related to poorer personal control, unlike 
worry, which tends to be more constructive.
Other findings supported the hypothesis that breast cancer worry and trait anxiety are 
different constructs. The logistical regression suggested that trait anxiety was not 
even found to be a statistically significant predictor of breast cancer worry.
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Statistically significantly lower trait anxiety was detected in those who were married 
or cohabiting compared to those who were not married or cohabiting in the clinical 
sample, but no relationship between marital status and breast cancer worry was 
detected. No relationship between trait anxiety and breast cancer worry was detected 
in the control sample, suggesting that they may be tapping into different constructs. 
There was also evidence that health anxiety and breast cancer worry are different 
constructs. A statistically significantly correlation was detected between health 
anxiety and breast cancer worry in the clinical sample, but not in the control sample.
In addition, the two perceived vulnerability constructs related to health anxiety and 
breast cancer worry differently, with a high statistically significant correlation 
detected between own perceived vulnerability and breast cancer worry in both 
samples, and a moderate correlation between own perceived vulnerability and health 
anxiety detected in the clinical sample only.
These results provide strong support for the idea that trait anxiety and breast cancer 
worry are different constructs, and that worry may motivate more constructive 
outcomes than trait anxiety (Davey et al., 1992).
CLINICAL IMPLICATIONS
One of the main findings of this research was support for the idea that breast cancer 
worry facilitates breast awareness at lower worry levels. The clinical implications of 
this raise an ethical dilemma. Should interventions, such as breast awareness leaflets, 
be designed to raise breast cancer worry in order to increase the implementation of 
breast awareness? Without wishing to advocate creating anxiety, McCaul et al.
(1996) point out that the small cost of anxiety might be offset by the benefits of 
increased cancer screening. However, the results of this study would also fit with the 
theory that there is a curvilinear relationship between breast cancer worry and breast 
awareness, where the highest levels of worry are debilitating, leading to reduced 
implementation of breast awareness. The current sample had relatively low breast 
cancer worry, so would only provide information about the lower end of the 
relationship, which would remain a positive linear one. The implications of this are 
less clear. This is illustrated by the varying suggestions in the literature, with McCaul
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et al. (1996) implying that slight increases in anxiety would be offset by the 
advantages of carrying out the health protective behaviour, and Kash et al. (1992) 
advocating an intervention that reduces anxiety to increase breast awareness. To fiilly 
address the implications of such a relationship, further research would be needed to 
examine what factors affect breast cancer worry (see below). These factors could 
include high perceived vulnerability, which in turn could be affected by the prognosis 
of those they have known who had breast cancer, recent media attention to breast 
cancer or self-efficacy, which previous research (Luszczynska & Schwarzer, 2003) 
has suggested should be focused on in health awareness campaigns. The theory of a 
curvilinear relationship implies that those who may be most susceptible to high breast 
cancer worry should be targeted differently to those who are likely to have lower 
levels of breast cancer worry.
A particularly important aspect of this research was the failure to detect a curvilinear 
relationship between trait anxiety and breast awareness. One of the aims of the study 
was to consider the potential for this relationship in a sample of people who are more 
likely to experience high levels of trait anxiety. The focus on breast cancer worry in 
previous research highlights that those with the highest levels of breast cancer worry 
may be less likely to be breast aware (for example, Lindberg & Wellisch, 2001), 
which has clear clinical implications, as above, for those who are more likely to have 
high breast cancer worry. However, those with mental health difficulties may not 
have particularly high breast cancer worry, as they are, on average, not at particularly 
high risk for breast cancer, but they may have higher levels of trait anxiety. It had not 
previously been identified whether this population may be more likely to avoid 
carrying out breast awareness behaviours, therefore reducing the chance of detecting 
an abnormality in their breasts. This could imply that specific targeting of the 
population would be required to encourage breast awareness. The present study did 
not detect a curvilinear relationship between trait anxiety and breast awareness, 
suggesting that those with higher trait anxiety are no less likely to check their breasts 
than those with lower trait anxiety. While the limited extent to which the results can 
be generalised must be considered, this could suggest that populations of people with 
higher trait anxiety do not need to be targeted differently in encouraging breast 
awareness. However, this may need to be evaluated on an individual basis as specific
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health anxieties or obsessive compulsive behaviours may affect how that person 
would react to breast awareness campaigns.
FUTURE RESEARCH
The proposal for this research was commended by a Research and Development 
Advisors by Experience committee for addressing the dearth of literature examining 
the factors involved in physical health protective behaviours in those with mental 
health difficulties (appendix 14). However, further research is needed in this area.
This research focused on the effects of trait anxiety and breast cancer worry on breast 
awareness in a sample of people with higher trait anxiety than a control sample. 
Perceived vulnerability and health locus of control were also examined, and the results 
suggested that perceived vulnerability particularly may have a relationship with breast 
awareness. Further research is needed to look at the interactions between anxiety, 
breast cancer worry and cognitive factors in this population.
An interesting and unexpected aspect of this research was the difference in the 
relationships between breast cancer worry and baseline breast awareness, and with 
breast awareness at two months in the clinical sample. Although it has been 
highlighted that the reduced response rate at two months would decrease the power of 
the study to detect small effects, it was also noted that there may be a genuine lack of 
association between breast cancer worry at baseline and breast awareness at two 
months. It was suggested above that changes in breast cancer worry might account for 
the lack of relationship detected between baseline breast cancer worry and breast 
awareness at two months. This is speculative, but provides interesting ideas about an 
area open to future research. Does breast cancer worry change over time? What 
factors might be involved in those changes? To begin to address the latter question, a 
logistic regression analysis was carried out to examine which factors contributed to a 
model predicting breast cancer worry. The model indicated that being in the clinical 
sample, higher health anxiety and higher perceived vulnerability, both of women in 
general and oneself, were statistically significant predictors of moderate rather than 
low levels of breast cancer worry (table 11). It is interesting that no predictive value 
of trait anxiety was detected, although health anxiety was a statistically significant
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predictor of breast cancer worry. It is acknowledged that the results of the present 
study only provide support for the facilitative nature of breast cancer worry on breast 
awareness, but it is highlighted that breast cancer worry was relatively low, and so 
these results do not contradict the suggestion that high breast cancer worry could be 
debilitating. Further knowledge about what might lead to high breast cancer worry 
may therefore have important clinical implications for identifying those who might be 
at greatest risk of avoiding breast awareness behaviours, potentially increasing their 
risk of breast cancer remaining undetected. Further research is indicated to examine 
what factors contribute to breast cancer worry in more detail.
The extent to which the results can be generalised is limited as the majority of the 
clinical sample were White British and all attended a CMHT. A pervasive criticism of 
the literature is the lack of ethnic diversity in the samples studied, which this study 
was not able to address. Further research would be needed to explore the relevance of 
these ideas in more diverse populations.
One of the potential limitations of this study is that a number of constructs were 
analysed using single items. Attempts had been made to prevent this, by using multi­
item scales. However, different information was gained from examining the items 
separately compared to looking at the whole scale, so it was decided that the items 
should be analysed individually. This raises questions about the availability of 
appropriate tools to measure such constructs as breast cancer worry and breast 
awareness. Although the scales are generally found to be reliable and valid (see 
above) more detailed analyses suggest that it might be important to continue to 
develop scales that look at the constructs in more detail. In addition, scales that elicit 
interval data rather than ordinal data would allow for more complex analyses.
CONCLUDING SUMMARY
The major findings of this study are that a relationship between breast cancer worry 
and breast awareness was detected, where a relationship between trait anxiety and 
breast awareness was not. This supports the theory that breast cancer worry and trait 
anxiety are different concepts, and suggests that breast cancer worry should be
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focused on when considering how to increase breast awareness. This is a particularly 
important finding in this clinical sample of people attending a CMHT who are likely 
to have higher trait anxiety but not higher breast cancer worry. There was no evidence 
that those with high levels of trait anxiety should be targeted differently in 
encouraging breast awareness, but levels of breast cancer worry might need special 
consideration. Further research could focus on broadening these findings to examine 
their relevance in different populations (for example with greater ethnic diversity) as 
well as examining what factors contribute to breast cancer worry so those at the 
greatest risk of high breast cancer worry can be identified and interventions modified 
appropriately.
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Appendix 1
Background information questionnaire
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BACKGROUND INFORMATION
1. Gender
Please confirm that you are female Y / N
2. What is your date of birth? ____________
3. What is your marital status? (Please tick the appropriate box).
Married/cohabiting | |
Single
Widowed | |
Divorced/ separated | |
Same sex couple cohabiting | |
4. What is your highest educational qualification? (Please tick the 
appropriate box).
Degree or higher degree | |
Higher educational qualification below degree level | |
A level(s)/highers | |
ONC/BTEC/Diploma
GCSE(s)/0 level(s)/CSE(s) | |
Other qualifications (please specify below) | |
No formal qualifications | |
5. Have you ever had a diagnosis of breast cancer? Y / N
6. Have any family members ever had breast cancer? Y / N
(If so, please specify who)
PTO
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7. How would you describe your ethnicity?
(Please tick the appropriate box to indicate your cultural background.)
(a)
(b)
(c)
(d)
White
British
Irish
Any other White background (please specify below) 
Mixed
White and Black Caribbean 
White and Black African 
White and Asian
Any other Mixed background (please specify below)
Asian or Asian British
Indian
Pakistani
Bangladeshi
Any other Asian background (please specify below)
□
□
□
Black or Black British
Caribbean
African
Any other Black background (please specify below)
(e) Chinese or other ethnic group
Chinese
Any other (please specify below)
□
Reference
Office for National Statistics. (2001). Count me in census 2001. Newport: Author. 
Downloaded from world wide web on 2"  ^May 2005 from http://www.statistics.gov. 
uk/census2001/pdfs/engh 1 .pdf
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Appendix 2
Taylor Manifest Anxiety Scale (TMAS; Taylor, 1953)
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Taylor Manifest Anxiety Scale
Please mark each of the following statements TRUE if it describes you and FALSE if 
it does not by circling the appropriate response.
1 I do not tire quickly. TRUE FALSE
2 I am often sick to my stomach. TRUE FALSE
3 I am about as nervous as other people. TRUE FALSE
4 I have very few headaches. TRUE FALSE
5 I work under a great deal of strain. TRUE FALSE
6 I cannot keep my mind on one thing. TRUE FALSE
7 I worry over money and business. TRUE FALSE
8 I frequently notice my hands shake when I try to do 
something.
TRUE FALSE
9 I blush as often as others. TRUE FALSE
10 I have diarrhoea once a month or more. TRUE FALSE
11 I worry quite a bit over possible troubles. TRUE FALSE
12 I practically never blush. TRUE FALSE
13 I am often afraid that I am going to blush. TRUE FALSE
14 I have nightmares every few nights. TRUE FALSE
15 My hands and feet are usually warm enough. TRUE FALSE
16 I sweat very easily even on cool days. TRUE FALSE
17 When embarrassed I often break out in a sweat which is 
very annoying.
TRUE FALSE
18 I do not often notice my heart pounding and I am seldom 
short of breath.
TRUE FALSE
19 I feel hungry almost all the time. TRUE FALSE
20 Often my bowels don’t move for several days at a time. TRUE FALSE
21 I have a great deal of stomach trouble. TRUE FALSE
22 At times I lose sleep over worry. TRUE FALSE
23 My sleep is restless and disturbed. TRUE FALSE
24 I often dream about things I don’t like to tell other people. TRUE FALSE
25 I am easily embarrassed. TRUE FALSE
26 My feelings are hurt more easily than those of most people. TRUE FALSE
27 I often find myself worrying about something. TRUE FALSE
28 I wish I could be as happy as others. TRUE FALSE
29 I am usually calm and not easily upset. TRUE FALSE
30 I cry easily. TRUE FALSE
31 I feel anxious about something or someone almost all of 
the time.
TRUE FALSE
32 I am happy most of the time TRUE FALSE
33 It makes me nervous to have to wait. TRUE FALSE
34 At times I am so restless that I cannot sit in a chair for very 
long.
TRUE FALSE
35 Sometimes I become so excited that I find it hard to get to 
sleep
TRUE FALSE
PTO
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36 I have often felt that I faced so many difficulties that I 
could not overcome them.
TRUE FALSE
37 At times I have been worried beyond reason about 
something that really did not matter.
TRUE FALSE
38 I do not have as many fears as my friends. TRUE FALSE
39 I have been afraid of things or people that I know could not 
hurt me.
TRUE FALSE
40 I certainly feel useless at times. TRUE FALSE
41 I find it hard to keep my mind on a task or job. TRUE FALSE
42 I am more self conscious than most people. TRUE FALSE
43 I am the kind of person who takes things hard. TRUE FALSE
44 I am a very nervous person. TRUE FALSE
45 Life is often a strain on me. TRUE FALSE
46 At times I think I am no good at all. TRUE FALSE
47 I am not at all confident of myself. TRUE FALSE
48 At times I feel that I am going to crack up. TRUE FALSE
49 I don’t like to face a difficulty or make an important 
decision.
TRUE FALSE
50 I am very confident of myself. TRUE FALSE
Reference
Taylor, J.A. (1953). A personality scale of manifest anxiety. Journal o f Abnormal 
and Social Psychology, 48, 285-290.
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Health Anxiety Inventory -  short form (HAI; Salkovskis et al., 2002)
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Health Anxiety Inventory (short version)
Each question in this questionnaire consists of a group of four statements. Please read 
each group of statements carefully and then select the one which best describes your 
feelings over the past six months. Identify the statement by ringing the letter next to 
it, i.e. if you think that statement (a) is correct, ring statement (a); it may be that more 
than one statement applies, in which case, please ring any that are applicable.
1. (a) I do not worry about my health.
(b) I occasionally worry about my health.
(c) I spend much of my time worrying about my health.
(d) I spend most of my time worrying about my health.
2. (a) I notice aches/pains less than most other people (of my age).
(b) I notice aches/pains as much as most other people (of my age).
(c) I notice aches/pains more than most other people (of my age).
(d) I am aware of aches/pains in my body all the time.
3. (a) As a rule I am not aware of bodily sensations or changes.
(b) Sometimes I am aware of bodily sensations or changes.
(c) I am often aware of bodily sensations or changes.
(d) I am constantly aware of bodily sensations or changes.
4. (a) Resisting thoughts of illness is never a problem.
(b) Most of the time I can resist thoughts of illness.
(c) I try to resist thoughts of illness but am often unable to do so.
(d) Thoughts of illness are so strong that I no longer even try to resist them.
5. (a) As a rule I am not afraid that I have a serious illness.
(b) I am sometimes afraid that I have a serious illness.
(c) I am often afraid that I have a serious illness.
(d) I am always afraid that I have a serious illness.
6. (a) I do not have images (mental pictures) of myself being ill.
(b) I occasionally have images of myself being ill.
(c) I frequently have images of myself being ill.
(d) I constantly have images of myself being ill.
7. (a) I do not have any difficulty taking my mind off thoughts about my
health.
(b) I sometimes have difficulty taking my mind off thoughts about my 
health.
(c) I often have difficulty taking my mind off thoughts about my health.
(d) Nothing can take my mind off thoughts about my health.
8. (a) I am lastingly relieved if my doctor tells me there is nothing wrong.
(b) I am initially relieved but the worries sometimes return later.
(c) I am initially relieved but the worries always return later.
(d) I am not relieved if my doctor tells me there is nothing wrong. PTO
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9. (a) If I hear about an illness I never think I have it myself.
(b) If I hear about an illness I sometimes think I have it myself.
(c) If I hear about an illness I often think I have it myself.
(d) If I hear about an illness I always think I have it myself.
10. (a) If I have a bodily sensation or change I rarely wonder what it means.
(b) If I have a bodily sensation or change I often wonder what it means.
(c) If I have a bodily sensation or change I always wonder what it means.
(d) If I have a bodily sensation or change I must know what it means.
11. (a) I usually feel at very low risk for developing a serious illness.
(b) I usually feel at fairly low risk for developing a serious illness.
(c) I usually feel at moderate risk for developing a serious illness.
(d) I usually feel at high risk for developing a serious illness.
12. (a) I never think I have a serious illness.
(b) I sometimes think I have a serious illness.
(c) I often think I have a serious illness.
(d) I usually think that I am seriously ill.
13. (a) If I notice an unexplained bodily sensation I don’t find it difficult to
think about other things.
(b) If I notice an unexplained bodily sensation I sometimes find it difficult 
to think about other things.
(c) If I notice an unexplained bodily sensation I often find it difficult to 
think about other things.
(d) If I notice an unexplained bodily sensation I always find it difficult to
think about other things.
14. (a) My family/friends would say I do not worry enough about my health.
(b) My family/friends would say I have a normal attitude to my health.
(c) My family/friends would say I worry too much about my health.
(d) My family/firiends would say I am a hypochondriac.
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For the following questions, please think about what it might be like if you had a 
serious illness of a type which particularly concerns you (such as heart disease, multiple 
sclerosis and so on). Obviously you cannot know for definite what it would be like; 
please give your best estimate of what you think might happen, basing your estimate on 
what you know about yourself and serious illness in general.
15. (a) If I had a serious illness I would still be able to enjoy things in my life
quite a lot.
(b) If I had a serious illness I would still be able to enjoy things in my life
a little.
(c) If I had a serious illness I would be almost completely unable to enjoy
things in my life.
(d) If I had a serious illness I would be completely unable to enjoy life at all.
16. (a) If I developed a serious illness there is a good chance that modem
medicine would be able to cure me.
(b) If I developed a serious illness there is a moderate chance that modem 
medicine would be able to cure me.
(c) If I developed a serious illness there is a very small chance that modem 
medicine would be able to cure me.
(d) If I developed a serious illness there is no chance that modem medicine 
would be able to cure me.
17. (a) A serious illness would min some aspects of my life.
(b) A serious illness would min many aspects of my life.
(c) A serious illness would min almost every aspect of my life.
(d) A serious illness would min every aspect of my life.
18. (a) If I had a serious illness I would not feel that I had lost my dignity.
(b) If I had a serious illness I would feel that I had lost a little of my dignity.
(c) If I had a serious illness I would feel that I had lost quite a lot of my
dignity.
(d) If I had a serious illness I would feel that I had totally lost my dignity.
Reference
Salkovskis, P.M., Rimes, K.A., Warwick, H.M. & Clark, D.M. (2002). The Health 
Anxiety Inventory: development and validation of scales for the measurement of 
health anxiety and hypochondriasis. Psychological Medicine, 32, 843-53.
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Appendix 4
Breast cancer worry, perceived vulnerability and breast awareness scales 
(combined onto one page to appear less intimidating)
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Breast awareness (please circle appropriate option)
How much do you currently worry about getting breast cancer some day?
not at all rarely sometimes often almost all the time
How much do worries about breast cancer impact on your mood?
not at all a little somewhat a lot
How much do worries about breast cancer impact on your daily activities?
not at all a little somewhat a lot
Wbat is your current level of anxiety about the results of future mammograms?
none a little somewhat a lot
Wbat do you think the chances are of a woman getting breast cancer?
very unlikely less than likely likely very likely
Wbat do you think your chances are of getting breast cancer?
very unlikely less than likely likely very likely
Wbat is your current frequency of checking your breasts?
never 2 times per year 3-4 times per year
every two months once a month more than once per month
How often have you checked your breasts in the last two months?
not at all once twice more than twice
How likely are you to check your breasts within the next month?
very likely likely less than likely not very likely
Over the next year, bow many months out of 12 do you expect to check your 
breasts?
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References
Lerman, C., Trock, B., Rimer, B.K., Jepson, C., Brody, D. & Boyce, A. (1991). 
Psychological side effects of breast cancer screening. Health Psychology, 10, 259- 
267.
McCaul, K.D., Schroeder, D.M. & Reid, P.A. (1996). Breast cancer worry and 
screening: Some prospective data. Health Psychology, 75,430-433.
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Appendix 5
Multidimensional Health Locus of Control Scale (MHLC; Wallston,
2003)
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Multidimensional Health Locus of Control
Instructions: Each item below is a belief statement about your medical condition with 
which you may agree or disagree. Beside each statement is a scale which ranges from 
strongly disagree (1) to strongly agree (6). For each item we would like you to circle 
the number that represents the extent to which you agree or disagree with that 
statement. The more you agree with a statement, the higher will be the number you 
circle. The more you disagree with a statement, the lower will be the number you 
circle. Please make sure that you answer EVERY ITEM and that you circle ONLY 
ONE number per item. This is a measure of your personal beliefs; obviously, there are 
no right or wrong answers.
il=STRONGLY DISAGREE (SD) 
AlODERA TELV DISAGREE (MD) 
SLIGHTLY DISAGREE (D) ^ .
■4-SLICiMTLY AGREE (A) 
5-MODERA'l ELY AGREE (MA) 
'6-S'I RONGL^' ACiREE: (SA)
SD MD D 1 A MA SA
I B
If I get sick, it is my own behaviour which determines 
how soon I get well again. 1
'
2 3 1 4 5ÉMMji 6
2 No matter what I do, if I am going to get sick, I will get sick. 1 2 3 I 41
5 6
3 •
Having regular contact with my physician is the best way 
for me to avoid illness. 1 1 2
i
 ^ 4 5 6
-
4 Most things that affect my health happen to me by accident. 1 I 2 : 3 4 !
5 :
5
T
1
' s ”
9
10 
i f
{Whenever I don't feel well, I should consult a medically 
Itrained professional. 1 : 2 ; 3
:I am in control of my health.
My f a m i l y  h a s  a  l o t  t o  d o  w i t h  m y  b e c o m i n g  s i c k  o r  
[ S t a y in g  h e a l t h y .
I When I get sick, I am to blame.
Luck plays a big part in determining how soon I will 
jrecover from an illness.
{Health professionals control my health.
My good health is largely a matter of good fortune.
iThe main thing which affects my health is what I myself 
do.
2 ! 3 
2 3
4 ; 5
4 5
: 4 : 5
I 2 ! 3
2 i 3
[T T Ï
T 2  j  3
4 I 5
.4 | . 5
4 ^ [ 5  
4 " '5
12
13 If I take care of myself, I can avoid illness.
14
Whenever I recover from an illness, it's usually because 
other people (for example, doctors, nurses, family, 
friends) have been taking good care of me.
1 2 1 3 4 ! 5 :
;\1,: 3 , ' 4 A :
1 1 2 : 3 4 ! 5 I
-1,: : ,3/‘. 4':,:15 No matter what I do, I'm  likely to get sick.
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SD MD D A MA SA
I 16 If it's meant to be, I will stay healthy. 1 1 2 1 3 : 4 5 6 !
[ 1 7 - If I take the right actions, I can stay healthy. 1 2 1 3 4 5 6
18 IRegarding my health, I can only do what my doctor tells  ^me to do. j 1 : 2 3 i 4 j 6 1
Reference
Wallston, K. (2003). Multidimensional Health Locus o f  Control (MHLC) scales. 
Retrieved from world wide web on 31.05.05 from http://www.vanderbilt.edu/nursing/ 
kwallston/mhlcscales.htm. Nashville: Author.
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Pilot study
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PILOT STUDY 
Participants
An opportunistic sample of ten participants who fitted the criteria for the control 
group completed the questionnaires as part of a pilot study. The age range was 24 to 
57 years old and all were White British. Nine people were educated to degree level, 
and one had higher educational qualifications below degree. One person had a history 
of breast cancer, so would have been excluded from the main study. However, this 
person provided useful insights about completing the questionnaire pack, even when 
the subject matter could be a particularly sensitive issue for her.
Aims
The aim of the pilot study was to gather opinions about the experience of completing
the questionnaire pack. There were two main aims:
• To find out what participants thought about the length of the questionnaire 
pack
• To investigate the effects that completing the questionnaire pack had on 
participants’ moods.
Method
The participants were asked to complete the questionnaire pack first, then an
additional questionnaire (see below) which investigated the aims of the pilot study.
Results
1. Completion of the questionnaire pack took between ten and 20 minutes with a 
mean of 13.5 minutes (SD = 3.91).
2. One person (who had taken 20 minutes) felt it was slightly too long, but all 
other participants felt that the time taken was about right. One person believed 
them to be quick to complete. Two people mentioned one questionnaire (the
254
Major research project
HAÏ) as taking longer, but neither believed it was too long. One of these 
participants stated the belief that the full version may be too long, which 
supports the selection of the short version for this questionnaire pack.
3. Responses to how the participants felt while completing the questionnaires 
were mostly neutral or positive. One person felt annoyed by some of the 
questions believing them to be difficult to answer in the manner they were 
phrased. Two people mentioned positive effects -  one realising that other 
people may also feel anxious about their health and the other was left feeling 
“happy that [she] can be positive about illness and its effects”. The feedback 
of this latter participant was particularly pertinent as she had had a previous 
diagnosis of breast cancer so may have been particularly vulnerable to 
anxieties when completing this questionnaire. Instead, she noted that it had 
been a positive experience. Four participants mentioned that completing the 
questionnaires reminded them that they should be more breast aware.
Adaptations made
Some comments were difficult to respond to due to the standardised nature of the 
questionnaires. For example, two participants mentioned difficulties with questions 
about hypothetical ‘serious illnesses’, suggesting that their responses would change 
depending on the illness being considered and one participant suggested that having 
‘anxiety’ in the title of a questionnaire might lead to participants feeling anxious. 
However, most agreed that their moods were not greatly affected and the length of the 
questionnaire pack was fine so no major adaptations were required. Two 
typographical mistakes were corrected and PTOs were added as it was suggested by 
one participant that it might be easy to miss the back pages of the questionnaires.
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PILOT STUDY
Thank you for completing these questionnaires for a pilot study for my PsychD 
research project. I would be grateful if you could think about these questions while 
you fill in the questionnaires and answer them below.
Thank you again for your help.
1. How long did it take to complete the questionnaires?
2. What do you think about the amount of time they took (for example, too long/too 
short/about right)?
3. How did you feel while and after completing these questionnaires?
4. Have you got any other comments about any of the questionnaires and the process 
of completing them?
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Consent-to-be-contacted form
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South West London and St.George's wUK
Mental Health NHS Trust 
The effects of women’s feelings on breast awareness
Thank you for considering being contacted about this research. Your contribution 
would be very valuable in the research. Please write your name and tick the box of 
the statement that describes how you would like to proceed.
Name.
1. I have been given a pack of the questionnaires | |
2. I would like to be sent the questionnaires without discussing this research I I
further
3. I would like to speak to Miriam Wright, the researcher, to find out more
(Please give contact details you would like to be contacted on; telephone number 
or E-mail address):
□
4. I do not want to be contacted about this research | |
Name (printed)......................................................................................................................
Signature...............................................................................................................................
Date.....................................................
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Clinical consent form
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South West London and St.George's rr/gM
Mental Health NHS Trust
Patient Identification Number:
CONSENT FORM
The effects of women’s feelings on breast awareness
Name of Researcher: Miriam Wright, Trainee Clinical Psychologist
Please initial
box
1. I confirm that I have read and understand the information sheet 
dated September 2005 (version 3) for the above study and have had 
the opportunity to ask questions.
2. I understand that my participation is voluntary and that I am free to 
withdraw at any time, without giving any reason, without my 
medical care or legal rights being affected.
3. I would like my care co-ordinator to be informed of my involvement 
in this study.
4. I understand that sections of any of my medical notes may be looked 
at by responsible individuals from University of Surrey where it is 
relevant to my taking part in research. I give permission for these 
individuals to have access to my records.
5. I agree to take part in the above study.
6. I would like to receive a leaflet about breast awareness at the end of 
my involvement in this study.
7. I would like to receive the executive summary of the results when the 
study is completed. For an electronic copy (preferred), my email 
address is:
Name of participant Signature Date
Researcher Signature Date
1 for participant; 1 for researcher; 1 to be kept with CMHT notes if consent given to
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Control consent form
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Identification Number:
CONSENT FORM
The effects of women’s feelings on breast awareness
Name of Researcher: Miriam Wright, Trainee Clinical Psychologist
Please initial box
1. I confirm that I have read and understand the information sheet 
dated September 2005 (version 2) for the above study and have had 
the opportunity to ask questions.
2. I understand that my participation is voluntary and that I am free to 
withdraw at any time, without giving any reason, without my 
medical care or legal rights being affected.
3. I agree to take part in the above study.
4. I would like to receive a leaflet about breast awareness on at the end 
of my involvement in this study.
5. I would like to receive the executive summary of the results when the 
study is completed. For an electronic copy (preferred), my email 
address is:
Name of participant Signature Date
Researcher Signature Date
1 for participant; 1 for researcher
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Appendix 15
Scatterplots of trait anxiety and breast cancer worry with each of the 
breast awareness variables for each sample
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CLINICAL SAMPLE 
Scatterplot of trait anxiety and current frequency of checking breasts
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286
Major research project
Scatterplot of trait anxiety and intention to check in next two months
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Scatterplot of breast cancer worry and current frequency of checking breasts
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Scatterplot of breast cancer worry and intention to check in next two months
I
I
P
B
I
:
Î
Ï
4.00 —
3.50 n
3 .0 0 -
2 .5 0 -
2 .00 -
1 .50 -
1.00 -
1.00 1.50 2.00 2.50 3.00 3.50 4.00
H o w  m u c h  d o  y o u  c u r r e n t l y  w o r r y  a b o u t  g e t t i n g  b r e a s t  c a n c e r  s o m e  d a y ?  
KEY: 1 very likely, 2 = likely, 3 = less than likely, 4 = not very likely
Scatterplot of breast cancer worry and number of months checks are intended in 
next year
I
a
CM
12 .00 -
10.00-
ll
u
1 “
I
8 .00 -
6 .0 0 -
4.00 —
2 .0 0 -
1.00 1.50 2.00 2.50 3.00 3.50 4.00
H o w  m u c h  d o  y o u  c u r r e n t l y  w o r r y  a b o u t  g e t t i n g  b r e a s t  c a n c e r  s o m e  d a y ?
289
Major research project
CONTROL SAMPLE 
Scatterplot of trait anxiety and current frequency of checking breasts
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Scatterplot of trait anxiety and intention to check in next two months
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Scatterplot of breast cancer worry and current frequency of checking breasts
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Scatterplot of breast cancer worry and intention to check in next two months
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Appendix 16
Additional analyses examining the possibility of a curvilinear relationship 
between trait anxiety and breast awareness
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Table 12: Analyses o f each breast awareness variable between tertiles o f trait anxiety 
for each sample (baseline)
Current frequency of checking
Sample Tertile Median y P
Clinical Lower 2.5
Middle 3
Upper 2 0.59 NS
Control Lower 3
Middle 2"
Upper 3' 6.56 .04
Checks in last two months
Sample Tertile Median y P
Clinical Lower 1
Middle 1
Upper 1 0.09 NS
Control Lower 1
Middle 1
Upper 2 5.47 NS (.07)
Intentions to check in next month
Sample Tertile M SD F P
Clinical Lower 2.19 1.17
Middle 2.71 1.19
Upper 2.57 1.08 1.00 NS .04
Control Lower 2.59 1.28
Middle 2.36 0.93
Upper 2.80 0.89 0.74 NS .03
Number of months intend to check in next year
Sample Tertile M SD F P
Clinical Lower 4.13 3.99
Middle 5.05 4.74
Upper 4.88 4.99 0.18 NS .01
Control Lower 4.18 3.59
Middle 3.21 3.34
Upper 6.05 3.74 2.79 NS (.07) .10
Note: Two tailed tests
NS = not significant
ANOVA and Kruskal-Wallis used as appropriate
a = post hoc Mann-Whitney tests indicated a statistically significant difference between these 
two tertiles (p<0.0167 with Bonferroni correction))
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Table 13: Analyses o f each breast awareness variable between tertiles o f  trait anxiety 
for each sample (two months))
Current frequency of checking
Sample fertile Median y P
Clinical Lower 2
Middle 2
Upper 2 1.99 NS
Control Lower 3
Middle 2'
Upper 3' 6.49 .04
Checks in last two months
Sample fertile Median y P
Clinical Lower 1
Middle 2
Upper 2 2.51 NS
Control Lower 1.5
Middle 2
Upper 2 5.51 NS (.06)
Intentions to check in next month
Sample fertile M SD F P ^2
Clinical Lower 2.77 1.42
Middle 2.91 1.38
Upper 233 1.29 0.66 NS .04
Control Lower 2.50 1.03
Middle 2.15 0.99
Upper 239 1.00 0.73 NS .03
Number of months intend to check in next year
Sample fertile M SD F P rj2
Clinical Lower 4.08 4.46
Middle 5.09 4.85
Upper 4.93 4.16 0.18 NS .01
Control Lower 4.00 3.22
Middle 4.00 2.99
Upper 5.29 3.12 0.92 NS .04
Note: Two tailed test
NS = not significant
ANOVA and Kruskal-Wallis used as appropriate
a = post hoc Mann-Whitney tests indicated a statistically significant difference between these 
two tertiles (p<0.0167 with Bonferroni correction))
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Appendix 17
Power calculations
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A priori power analysis using GPOWER (Faul & Erdlfelder, 1992)
Two tailed test
Effect size = .27 (from Kash et al., 1992)
Alpha = .05 
Power = .80
Sample size calculated as 102
Post hoc power analysis using GPOWER (Faul & Erdlfelder, 1992)
Two tailed test
Effect size = .30 (medium effect size)
Alpha = .05 
Sample size = 58
Power calculated as .65
One tailed test
Effect size = .30 (medium effect size) 
Alpha = .05 
Sample size = 58
Power calculated as .76
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Research Log Checklist
1 Formulating and testing hypotheses and research questions V
2 Carrying out a structured literature search using information technology and 
literature search tools
V
3 Critically reviewing relevant literature and evaluating research methods V
4 Formulating specific research questions V
5 Writing brief research proposals V
6 Writing detailed research proposals/protocols V
7 Considering issues related to ethical practice in research, including issues o f  
diversitv, and structuring plans accordingly
V
8 Obtaining approval from a research ethics committee V
9 Obtaining appropriate supervision for research V
10 Obtaining appropriate collaboration for research V
11 Collecting data from research participants V
12 Choosing appropriate design for research questions V
13 Writing patient information and consent forms V
14 D evising and administering questionnaires V
15 Negotiating access to study participants in applied NH S settings V
16 Setting up a data file V
17 Conducting statistical data analysis using SPSS V
18 Choosing appropriate statistical analyses V
19 Preparing quantitative data for analysis V
20 Choosing appropriate quantitative data analysis V
21 Summarising results in figures and tables V
22 Conducting semi-structured interviews
23 Transcribing and analysing interview data using qualitative methods V
24 Choosing appropriate qualitative analyses V
25 Interpreting results from quantitative and qualitative data analysis V
26 Presenting research findings in a variety o f  contexts V
27 Producing a written report on a research project V
28 Defending own research decisions and analyses V
29 Submitting research reports for publication in peer-reviewed journals or edited  
book
30 Applying research findings to clinical practice V
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